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PERSONAL STUDY PLAN
Name: Ann Marshall
Date: 20^  ^November 1997
Date of registration: 16“" October 1997
Registration Number: 3713636
OVERALL OBJECTIVE
To enhance my clinical work with older adults by improving my research and evaluative 
skills.
CLINICAL DOSSIER
To demonstrate professional competence.
To enhance professional competence by critical reflection on practice.
Proposed content
An evaluation of a day hospital and follow up services for older adults with functional 
mental health problems.
The study will look particularly at long-term needs and prevention of relapse. Everyone 
referred to the day hospital in 1994 with a functional illness will be followed up over a 
two year period to look at the outcome of their treatment and their satisfaction with the 
service. This will be done by a) retrospective analysis of the case notes and b) interviews 
Avith the clients to obtain their views on the service. Conclusions will be drawn about the 
quality of the service and any improvements which could be made.
ACADEMIC DOSSIER
To enhance my knowledge of two specialist areas of clinical psychology.
To improve my ability to evaluate critically the relationship between theory and empirical 
evidence.
Proposed content
Two 4500 word critical reviews of the literature will be produced, entitled as follows:
1. IMPROVING MOOD IN DEMENTIA - A REVIEW OF PSYCHOTOGTCAT. 
APPROACHES
During the last 35 years there has been a development of psychological approaches to 
dementia. Early approaches focused on ways of helping with cognitive impairment but 
more recently attention has been made to the emotional impact of the disease. Many 
studies show a high rate of anxiety and depression in people suffering from dementia. A 
range of approaches is currently being used in clinical practice to try to ameliorate some 
of these mood changes including individual psychotherapy, validation therapy, cognitive- 
behavioural therapy, activity and stimulation programmes and attention to environmental 
and quality of life issues. The review v\411 look at the evidence for mood changes and the 
problems of measuring mood in dementia and theories of dementia care, and will then 
focus on studies which attempt to improve mood (possibly among other variables) and
measure outcome.
K ELOCATTON RESEARCH: ARF. THF.RR IMPT,TCATTQNS FOR r r  T\TTr AT 
WORK WTTH OI.DKR AnTTT TS?
Since the nineteen-sixties, there have been many research studies looking at relocation
in later life, both residential and institutional. Early studies focused on whether relocation
increased morbidity and mortality, but more recently research has looked at the process
of relocation and which factors lead to successful adaptation to the new environment. In
chmcal practice, two situations arise in which a knowledge of these factors could be
helpful. First, a person who may already have mental health problems or recently
undergone stressful life events may request help in deciding whether or not to relocate
(or where to relocate to). Second someone may be referred for help who has recently
relocated but is finding it difficult adjust to the move. The review will concentrate on the
more recent literature to see whether it has anything to offer clinical practice in these two 
situations.
RESEARCH DOSSIER 
Aim
To increase research competence.
Research Title
Coping in early dementia and the role of support groups.
Research supervisors
Dr. Jonathan Foulds and Dr. Lorraine Nanke
External supervisor
Dr. Richard Cheston
Background and relevance
The recent growth in memory clinics, improved assessment techniques and research into
anti-dementia drugs has lead to the earlier diagnosis of Alzheimer’s disease and other
types of dementia. However, at present very little is known about how people with early
dementia cope with such a devastating illness and what kind of information and support 
they require.
In other illnesses, and with relatives of people with dementia, support groups have been 
found to be a useful way of reducing isolation, providing information, helping people to 
develop coping strategies and sometimes improving mood if this is low initially. As a 
result of earlier diagnosis, there has been recent interest in developing support groups for 
people with early memory problems. However, there has been very little research to see 
whether people with a degree of cognitive impairment can benefit from groups offering 
support and advice and if so, what kinds of benefit they derive.
The only systematic study in this area so far was carried out by Yale in 1995. She
compared seven participants in a dementia support group with six participants in a control
group. She found that the participants in the support group were able to express their
concerns in the group and gain support from other group members, but there were no
statistically significant changes on formal outcome measures. This may have been due
to the small sample size and the lack of any outcome measures particularly suited to mild 
dementia.
In the author’s own experience of running such groups, the participants and their 
caregivers have reported anecdotal benefits from the groups, some have been able to use 
the techniques discussed and most value the supportive atmosphere of the group. 
However, it would be useful to look more formally at whether the group is of benefit to
the participants and if so, in what way. As people have different ways of coping with their 
illness, does this coping style affect whether or not they benefit from the group? Does 
the group have an effect on their mood or coping responses? Given their memory 
impairment, what can they recall from the group and which aspect of the group is most 
helpful? As some people with early dementia are now taking Aricept, an anti-dementia 
drug, does this affect how they respond to the group?
The current study therefore aims to look at individual responses to a support group for 
people with dementia. It aims to see which people benefit most from such a group and 
whether those who express a high level of awareness of their memory problems do better 
than those who deny their difficulties.
Methodology 
Design
A patient series design will be used taking baseline measures on participants at least 4 
weeks before the support group and then further measures at the beginning, in the middle 
and at the end of the group (which would consist of 8 weekly sessions) and after a 4 
week follow-up phase.
Participants
The participants will be people with early dementia who are living in the community and 
referred to the memory support group by the community mental health team for older 
adults.
Data
The following data will be collected on each in individual:
Cognitive ability and diagnosis: This will include the Mini-Mental state examination 
score and will be collected from the case notes.
Mood: The Hospital Anxiety and Depression Scale (HADS) will be used to assess mood 
and the Worry scale will be used to assess mood, perceived control and self-esteem (this 
is designed specifically for use in dementia care). These scales will be completed by the 
participant themselves. The participant’s mood would also be rated on the HADS by a 
caregiving relative, either living with the patient or in daily contact.
Coping responses: These will be assessed using an adapted version of the Index for 
Managing Memory Loss (IMMEL). This will be adapted by a) excluding items that are 
repetitive or not relevant to this group of patients b) including a measure of how 
frequently the participants use the coping strategies from never to all the time. The 
caregivers would also be asked to rate how frequently the participant used the responses 
using the same scale.
Group processes: After each group session, a form will be completed for each 
individual and for the group as a whole. This includes some of the categories from the 
observation forms used by Yale in her research on support groups for people with early 
Alzheimer’s disease such as non-verbal communication, anxiety, hope and insight. 
Detailed records will also be kept of the topics discussed each week.
Interview with participants and their caregivers. Interviews will be carried out with 
the participant and their caregiver. These will include questions to see how the 
participants view their memory loss and the impact of this on their mood and life, their 
use of social support and their expectations of the group. These interviews will be 
conducted at least 4 weeks before the group. There will also be interviews with the 
participant and caregiver after the end of the group to assess whether the participant has 
gained from the group and if so, in what way.
Intervention:
The intervention will consist of 8 weekly group sessions. The aim of these sessions will 
be:
1. To encourage the participants to share with each other feelings about having a 
memory problem.
2. To provide the participants with coping strategies from each other and from staff 
including advice about memory aids, anxiety management and assertiveness 
training.
Data analysis
The study will include both quantitative and descriptive data. Descriptive data from the 
interviews will be used to construct individual participant studies to see which 
participants derived the most benefit from the group and how this occurred and which 
participants derived least benefit. The quantitative data will include mood and coping 
questionnaire scores. The mood data will be put in graphs for each individual showing 
scores over the course of the study. Each participant’s coping questionnaires scores will 
be examined to see if there are any changes in frequency of use of coping responses 
during the study.
The mood data for the whole group will be also be analysed using a multivariate repeated 
measures analysis of variance test. Coping responses will be collated for the whole group 
using means and standard deviations, but as the IMMEL on which the coping 
questionnaire is based is still at the stage of an exploratory tool, no formal statistical tests 
will be used for this data.
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Personal Details
Date of birth 20.11.57 
Address: 24, Halls Farm Close
Winchester 
Hampshire 
S022 6RE
Tel/Fax 01962 885340 
e-mail:dmarshallcc@aol.com
Children: Timothy (16.9.86) 
Dominic (24.3.90) 
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Education
1969-74
1974-76
South Hampstead High School, London 
Barnet College of Further Education
1976 - 79 University of Southampton
8 GCE “O” levels 
1 GCE “O” level 
4 GCE “A” levels 
B.Sc. (Social Sciences) 
Psychology
Upper Second Class Honours
Dissertation: “An Investigation into motion sickness susceptibility.’
1979 - 81 Institute of Psychiatry
Clinical placements:
M. P h i l .  in C l i n i c a l  
Psychology
1. Hilda Lewis House - A behavioural unit for children with severe learning 
difficulties.
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2. I l l  Denmark Hill - A small rehabilitation unit for people with severe mental 
illness and a long history of institutionalisation.
3. Maudsley Children’s Department - An out-patient unit providing cognitive 
assessment, individual, group and family therapy and work with schools using 
both behavioural and systems approaches.
4. Maudsley adult mental health team - In-patient and out-patient work including 
treatment for obsessional-compulsive disorders, depression, anxiety, phobias, 
eating disorders, psychosis and psychometric testing.
5. Maudsley Neuropsychology Department - Neuropsychological assessment for in­
patients and out-patients with range of neurological problems such as epilepsy, 
head injury and brain tumours and attendance at neuropathological dissections.
6. King’s College Hospital Clinical Psychology Department - This included work 
in a variety of healthcare settings including a pain management clinic, a ward for 
respiratory problems, a family planning clinic (providing therapy for sexual 
problems) and a local general practice.
Dissertation: “Attitudes to smoking among student nurses”
Professional career
1981 - 82 Locum Clinical Psychologist, West Dorset H.A.
In West Dorset, I provided individual and group therapy at out-patient clinics and 
at a day hospital. I was also involved in planning individual care programmes for 
patients in a psychiatric rehabilitation ward and at a day hospital for older adults 
and provided training for nurses and general practitioners.
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1982 - 83 Clinical Psychologist, Isle of Wight H.A.
On the Isle of Wight I held a generic post and will describe my experience in each 
area separately:
Learning disabilities
I made regular visits to a home for children with learning disabilities, attending 
case discussion meetings and seeing individual children and members of staff to 
plan training programmes. I also worked with groups of people in an Adult 
Training Centre, helping to develop social and living skills, participated in policy 
meetings at the centre and was a member of the Mental Handicap Managernent 
Team Subcommittee looking at day care provision. While I was working on the 
Isle of Wight, a new unit was opened in Shanklin for people with learning 
disabilities and I was involved in training the staff for this unit.
Adult mental health
I provided individual and group therapy at out-patient clinics, on an acute 
psychiatric ward and in a day hospital and was responsible for establishing a 
psychological service in psychiatric rehabilitation. This included working jointly 
with nursing and occupational therapy staff to set up individual programmes for 
patients and contributing to rehabilitation policy meetings held jointly by Health 
and Social Services. I was also part of a committee set up to design an operational 
policy for a new rehabilitation hostel.
Older adults
I worked in a residential care home for older adults, planning with the care staff 
ways of providing more stimulation for the residents and setting up reminiscence 
groups. At the invitation of Social Services, I was involved in planning the
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establishment of a new E.M.I unit aimed at maximising the independence of its 
residents and I was involved in a ward Reality Orientation Project, assessing the 
participants.
Research and professional development
While working on the Isle of Wight, I carried out research on the role of general 
practice in smoking cessation (see under publications) and presented a paper on 
this at the Wessex Symposium of the Royal College of General Practitioners in 
October 1983.
I attended meetings of the Post-Qualification Sub-committee of the Regional 
Advisory Committee (clinical Psychology) and was secretary of the Wessex 
branch of the Division of Clinical psychology. I organised a conference on 
psychiatric rehabilitation and a multi-disciplinary study day “Innovations in 
Support for Carers of the Elderly”
1983 - 86 Clinical Psychologist, West Berkshire H.A.
In West Berkshire I was appointed to a joint Social Services and Health Service 
multi-disciplinary team which had the task of establishing a new locally based 
mental health service to the Newbury area. This involved working very closely, 
both administratively and clinically with many other disciplines and liaising with 
a number of Health and Social service units and general practices. The team 
offered individual and group therapy (including anxiety management, social skills 
training, assertiveness training, bereavement therapy and drama therapy) and took 
the majority of its referrals from local general practitioners.
As one of the early community mental health teams, we had regular visits from 
staff from other areas of the county, wishing to set up services. I also provided 
staff training, both formal and informal for other members of the team and to
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several social services, voluntary and educational institutions. I supervised 
trainees from the Oxford Regional Training Course.
Research and Professional Development
I had responsibility for evaluation of this new service and undertook a number of 
projects and made contact with similar units. In 1984 I was secretary of the 
Midland Branch of the British Association of Behavioural Psychotherapy.
Current employment
1988 - to date Chartered Clinical Psychologist, Winchester and Eastleigh Health Care 
Trust (formerly Winchester H.A.) (Part - time)
When I returned to work in 1988, after having my first child, I worked briefly in 
the adult mental health field, but then started working with older adults. My role 
was to establish a new psychology service to the Winchester area and I was based 
in a local mental health team for older adults. I carried out individual and group 
work as part of the community team, in the day hospital and on an in-patient unit. 
I also established a group for relatives of people with dementia.
In 1994, I moved to the community mental health team for older adults in 
Eastleigh which had had no psychology input for six years and re-established a 
psychology service there. I maintained my link with the Winchester service by 
supervising the basic grade psychologist there.
In 1996, the Andover Community Trust requested some clinical psychology input 
to the Older Adults Service for the first time and I started working there one 
session a week providing individual and group therapy to out-patients and day 
hospital patients and a small amount of staff training.
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In my current post, I have carried out staff training in a range of settings including 
residential care, the local general practitioner training course, the County 
Hospital’s course for care staff working with older adults and for a range of Social 
Services’ staff including social workers, home carers and wardens of sheltered 
accommodation. I also provided training to a local Catholic church to enable the 
members to set up a Bereavement Counselling Service.
In 1992, I completed a Dementia Care Mapping Course and then provided 
training in this approach to health service staff from several other disciplines and 
led case supervision meetings, also to a multi-disciplinary group. I have 
supervised assistant psychologists, basic grade psychologists and trainee clinical 
psychologists from Southampton University, where I have contributed to the 
teaching and am an honorary tutor.
Research and professional development
I attend a peer supervision group for psychologists working with older adults. 
These are held monthly at Southampton University and include clinical and 
research presentations, I am convenor of the local branch of the Psychologist’s 
Special Interest Group in the Elderly (PSIGE) and regularly attend the PSIGE 
conference and other events. I have carried out an audit of the day hospital at 
which I am based (see Clinical Dossier) and research on support groups for 
people with early dementia (see Research Dossier).
Publications
Marshall A and Raw M. (1985). Nicotine chewing gum in general practice: Effect 
of follow up appointments. British Medical Journal, 290,1397 - 8
Marshall A. Evaluation of Services. (1986). Clinical Psychology Forum, 2,13 - 
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Cheston R and Marshall A. (1994). Consent to treatment: Issues with older 
adults, BPS Special Interest Group for the Elderly Newsletter, 49,4 - 7
Other relevant experience
I have taught GCSE Psychology and Assertiveness Training for Winchester and 
Adult Education and Newbury College Department of Adult Studies. In 1987 I 
completed City and Guilds Stage 1 Teachers of Adults Certificate.
Between 1995 and 1997 I was a Lay Assessor for the Residential Homes 
Inspectorate of Hampshire County Council
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A STUDY OF DAY HOSPITAL USE AND FOLLOW-UP IN 
OLDER ADULTS WITH FUNCTIONAL MENTAL HEALTH
DISORDERS
ABSTRACT
Objective
To evaluate a day hospital service with particular reference to relapse rates and client 
satisfaction.
Setting
A 15 place day hospital for older adults with mental health problems. The day hospital 
is also the base for the community mental health team for older adults.
Sample
All the clients with functional disorders (i.e. no organic diagnosis) who were referred to 
the day hospital in 1994 were included in the sample. This consisted of 56 clients. 31 of 
these were interviewed in the second part of the study.
Methods
Demographic information and data about treatment were collected from case notes. A 
semi-structured interview was used to obtain clients’ views.
Main outcome measures
Length of attendance, the number of clients returning to the day hospital within a year of 
discharge, the number receiving follow up services (and duration) and the number of 
clients satisfied with various aspects of the service.
Results
19 (32%) clients attended for more than 6 months and 7(12%) for more than a year. 2 
(4%) clients out of the 56 were readmitted to the day hospital within 6 months and 3 (5%)
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between 6 months and a year. 5 (9%) clients were also admitted to the ward during the 
course of their day hospital treatment. All clients received at least one type of follow up 
and 17 (30%) were still in touch with the service 30 months after the original referral. In 
the interview study, 16 (51%) clients said they benefited “a lot” from day hospital 
attendance and 9 (29%) “a little”. 17 (54%) clients rated themselves as having been 
better all or most of the time since discharge (the average time since discharge being 
about 2 years).
Conclusions
Most of the clients attending the day hospital required long-term support from mental 
health services and it was more appropriate to conceptualise their treatment in terms of 
providing the most appropriate level of support at different times rather than discharge 
and relapse.
Clients expressed a high level of satisfaction with the day hospital and follow up service 
and particularly praised staff accessibility - the fact that they and their caregiver could 
get help whenever needed. Areas for improvement included involving clients more in 
discharge planning, taking more account of sensory deficits in group activities and having 
even more access to staff, for example a 24 hour contact number. It is generally believed 
to be difficult to obtain constructive criticism from this client group, but the study shows 
that with careful questioning some valuable feedback could be obtained.
BACKGROUND
This study was carried out in a day hospital for older people with mental health problems. 
In 1994, as a result of government policy, attempts were made to split services into health 
care and social care. As a result, staff were put under increased pressure to reduce clients’ 
length of attendance at the day hospital and this lead to a great deal of concern from staff.
The older adult client group is particularly vulnerable with high levels of physical illness, 
experiences of loss and social isolation and it is generally accepted that depressive
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illness is much more difficult to treat in older people than in the younger age group (Post, 
1972). Studies of depressed patients referred to a hospital service for treatment indicate 
that only about a third have a good outcome at one year (Burvill et al, 1991; Murphy, 
1983) and only about a quarter at three years (Post, 1972, Baldwin and Jolley, 1986).
The day hospital in which the author is based serves a population of about 13,000 adults 
over 65. It has 15 places per day and is open to people with fimctional problems on three 
days a week. (The other two days are used for assessment and treatment of people with 
organic problems). Clients usually attend one day a week, but this may be increased to 
two days at times when a lot of support is required. There are two qualified nursing staff 
and two care assistants who work solely in the day hospital. In addition there is a 
community team composed of one occupational therapist, a social worker, five 
community psychiatric nurses, a clinical medical officer specialising in older adult 
psychiatry and a team leader (who is a nurse). On a part-time basis, there is a clinical 
psychologist, an assistant psychologist, a physiotherapist and another occupational 
therapist. There is also a support worker organisation called “Hometime” which is based 
in the day hospital, but funded by Social Services. A range of individual and group 
therapies and activities are provided in the day hospital including medication, relaxation 
exercises, anxiety management, craft work and discussion groups.
As staff in the day hospital were concerned about discharging clients, the issue was 
discussed and the author undertook to carry out an evaluation of the day hospital service 
and the follow up services.
It was decided that the evaluation would look at length of attendance and relapse rates 
and also include clients’ views of the service. The main questions would be:
1. Are clients being discharged and then rapidly relapsing and coming back?
2. Are clients satisfied with the service they receive? In particular, how do 
they feel about the length of their attendance, preparation for discharge
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and the follow up service which they receive?
In trying to obtain clients’ views, we were acutely aware of the difficulties in obtaining 
consumer feedback from older adults with mental health problems. Sensory deficits may 
make it difficult for them to communicate their views and they are often reluctant to be 
critical (Mclver, 1991; Boakes and Smyth 1995). For these reasons a semi-structured 
interview was carried out in the clients’ own homes. This was done by a psychology 
assistant who had no part in any of the clients’ treatment and clients were assured of 
confidentiality. Many of the questions were forced choice or phrased in terms of “what 
was most and least helpful” in order to avoid clients simply saying they were satisfied 
with everything.
ATMS
1. To measure patients’ length of attendance at the day hospital.
2. To look at age, sex, physical health, previous psychiatric history and whether the
patient lived alone and to see whether any of these factors were related to length 
of attendance.
3. To measure relapse rates.
4. To look at what type of follow-up patients received.
5. To obtain patients’ views on their treatment at the day hospital and their follow
up.
6. To provide feedback to staff about quality of care within the day hospital and 
suggest improvements where required.
DESIGN
A retrospective analysis of case notes was used to collect basic data about each patient 
and physical disability ratings were completed by staff.
A semi-structured interview was used to obtain patient views about the service.
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METHOD
Every patient referred to the day hospital in 1994 with a functional illness (i.e. no organic 
disease diagnosed) was included in the study. Demographic data and details about 
admission, treatment and follow up were collected from the case notes by a psychology 
assistant in 1996. A disability rating was derived from a scale completed by staff. This 
was based on the Winchester Disability Rating scale (Appendix A). The staff rated the 
client on a one to five point scale on mobility, hearing, vision and health, giving total 
scores from 4 to 15.
As there were no standards available for length of attendance or rate of relapse, it was 
decided to use another local day hospital within the same health trust for comparison. The 
assistant also collected the same case note data from the other day hospital.
Chi squared tests, analysis of variance and t-tests were used to look at whether there was 
any association between length of attendance and relapse, and age, gender, living 
circumstances, past psychiatric history or physical disability.
In 1997, a psychology assistant contacted all those patients who were still alive and still 
living in the area by letter and asked if they would be prepared to participate in the study. 
This was followed up by a telephone call. If the client agreed to participate, the 
psychology assistant visited them at home and obtained their views about the service 
using a semi-structured interview. This included questions about referral and admission 
procedures, treatment and length of attendance, satisfaction with staff and discharge and 
follow up (See Appendix C). The psychology assistant was not involved in the clients’ 
care and the client was assured of confidentiality.
21
RESTJT.TS
56 people with a functional illness were referred to the day hospital in 1994. The 
following table (table 1) shows their demographic data, including scores from the 
Disability Rating Scale, described on page 20.
Table 1: DEMOGRAPHIC DATA FOR THE 56 PARTICIPANTS
Gender Male 20 (36%)
Female 36(64%0
Age Mean 74
Range 65-92
Marital Status Single 8 (14%)
Married 30 (54%)
Widowed 18 (32%)
Divorced 0
l  iving circumstances Lives alone 24 (43%)
Lives with spouse 29 (52%)
Lives with relative 3(5%)
Disability rating 4 - 7 46(82%) 8 - 11 10(18%) 12+ 0
The next table (table 2) on page 22 shows data about the past psychiatric history and 
diagnosis of the participants (taken from initial assessment letter) and the outcome rating.
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This outcome rating was based on the description of the clients’s progress reported in the 
discharge summary. This was written by the clinical medical officer who specialised in 
older adult psychiatry and worked full-time in the day hospital.
Table 2: PAST PSYCHIATRIC HISTORY AND DIAGNOSIS
Number of participants (n=56)
Previous psychiatric history 36(64%0
Recent admission to in-patient ward 22 (39%)
Received ECT treatment 8 (14%)
Diagnosis
Depression 35 (63%)
Anxiety/depression 16 (29%)
Agitated depression 1(2%)
Schizo-Affective/hallucinations 4 (7%)
Outcome rating
No change 11 (20%)
Improved 30 (53%)
Worse 2 (4%)
N/A* 13 (24%)
* 7 people were still attending and for 6 people, no outcome information was available 
in Sept. ‘95 when this data was collected.
Duration of attendance at the day hospital ranged from one week to more than eighteen 
months. The bar chart (figure 3) on page 23 shows the number of clients attending for 
different durations.
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Figure 3
BAR CHART SHOWING T.ENGTH OF ATTENDANCE AT DAY HOSPITAL
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(Total 55 clients: 1 person died during attendance).
Five clients were readmitted to the day hospital after discharge. Table 3 shows the 
number of clients who were readmitted to the day hospital after their initial discharge.
Table 3: RELAPSE (data at August 1996)
Still attending day hospital 4 (7%)
Readmitted to day hospital within 6 months 2 (4%)
Readmitted to day hospital between 6-12 months 3 (5%) 
Died 14 (25%)
Not readmitted 33 (59%)
Total 56
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5 people were also admitted to the ward during day hospital treatment and 1 person was 
admitted during their follow up.
A range of different types of follow up care was given to participants following discharge 
and this is shown in table 4.
TABLE 4: FOLLOW UP CARE RECEIVED BY CLIENTS AFTER DISCHARGE
Tvpe of follow up care No. of clients receiving this care
CPN 19 (34%)
Out-patient appointment 20 (36%)
Physiotherapy 3(5%)
Occupational Therapy 7 (13%)
Club (run by CHMT) 4(7%)
Day centre 7 (13%)
Respite care 3(5%)
(The table shows the follow up care the client received on discharge - this may have 
changed later. All clients received at least one type of follow up care, some received more 
than one type).
After discharge from the day hospital, many clients still kept in touch with the community 
mental health team, based at the day hospital. Table 5 on page 25 shows the duration of 
this contact.
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Table 5: LENGTH OF FOLLOW UP BY CHMT AFTER DISCHARGE
Duration of follow up No. of clients tn=561
Less than 6 months 13 (23%)
6-12 months 15 (27%)
1 2 - 8  months 7 (13%)
18-30 months 4 (7%)
30 months or more 12 (20%)
Still attending the day hospital 1 (3.4%)
In contact with team until death 4(7%)
(Of those patients followed up for less than 6 months, two moved out of the area and 
three were referred back to the team. The reasons for referral were the death of a close 
friend, a back injury and anxiety about house maintenance respectively. Some of the 
clients in the longer follow up categories were referred back to the day hospital during 
the follow up period.)
Comparison with another local day hospital
The same data was collected on the other day hospital for older adults with mental health 
problems which is in the same Trust (this is shown below as day hospital 2). There were 
42 clients in the sample and the results are as shown below in table 6 on page 26.
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Table 6: COMPARISON WITH OTHER DAY HOSPITAL 
(DAY HOSPITAL 2)
DAY HOSPITAL 1 
(N = 56)
DAY HOSPITAL 2 
CN = 42)
Demographic data
Age (mean) 
Male/female ratio 
Married 
Living alone
74.43 (s.d. = 6.68) 
20(36%)/36 (64%) 
36(54%)
24(43%)
77.69 (s.d. = 6.24)
7(17%)/35(83%)
17(40%)
24(57%)
Psychiatric data
Past psychiatric history 
Recent admission to ward*
36(64%) 
22 (39%)
26(62%)
19(45%)
Physical health
Mean disability rating 5.7 7.0
Attendance at day hospital
Mean (of those discharged) 18.6 (s.d. = 13.9) 21.9 (s.d.= 15.6)
Still attending Sept. 95 7(13%) 7/(17%)
Readmitted to day hospital
within 1 year (data at Sept. 95) 4( 7%) 1(2%)
Admission to ward from day 
hospital (data at Sept. 95) 5(9%) 4 (10%)
* Within the three months preceding day hospital admission.
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The two day hospital samples do not differ significantly (all had p values of greater than 
0.05) on marital status (chi-squared = 6.28; d f  = 3), proportion of people living alone 
(chi-squared = 2.0, d f  = 2), psychiatric history (0.059, d f  = 1), recent admission as an 
in-patient (chi squared = 0.035, d f  = 1) or length of attendance (t = 0.01, d f  = 67). They 
did, however, differ significantly on gender ratio (chi squared = 4.36, d f  = 1, significant 
at 0.05 level), age (t = -2.48, d f  = 91, p = 0.015) and disability rating (t = -2.73, d f = 
62, p = 0.0082). There were no significant differences (p values were all greater than 
0.05) in the number of people still attending in Sept. 1995 (chi squared = 1.84, d f  = 1), 
the number readmitted to the day hospital within one year (chi squared = 1.34, d f  = 1) 
or the number admitted to the ward firom the day hospital (chi-squared = 0.058,d f  = 1 )•
Chi-squared, analysis of variance tests and t-tests using the data from the two day 
hospitals together showed no significant association between age, gender or physical 
disability and length of attendance at the day hospital or relapse, although there was a 
trend for living with a spouse to be associated with longer attendance (F = 2.83, d f  = 2, 
p = 0.065). There was a significant association between previous psychiatric history and 
length of attendance (t = -2.06, d f  = 1, p = 0.043).
Interview study: Clients’ views of the service
Of the 56 patients in the original study, 31 were included in the interview study. (Of the 
remaining 25,14 had died, 2 had moved out of the area, 3 declined to participate, 4 were 
deemed by staff as not well enough to participate and 2 could not be contacted).
Table 7 on page 28 shows the data on the 25 clients who were in the original sample, but 
not interviewed and the 31 clients who were interviewed:
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TABLE 7: COMPARISON BETWEEN NON-INTERVIEW AND INTERVIEW 
SAMPLES
Non-interview sample Interview sample
(N = 25) (N = 31)
Male/female ratio 7(28%)/18(72%) 13(42%)18(58%)
Mean age 75.3 (s.d. 7.23) 73.1 (s.d. 6.2)
Age range 65-92 65-87
Married 11 (44%) 19(61%)
Living alone 13 (52%) 11(35%)
Past psychiatric history 13 (52%) 23(74%)
Recent admission to ward* 12(48%) 10 (32%)
Mean length of admission** 47.3 (s.d = 37.7) 36.8 (s.d. = 19.5)
Mean disability rating 5.92 (s.d. = 1.89) 5.52 (s.d. = 1.67)
Attendance at day hospital
Mean (in weeks for 
those discharged)
12.5 (s.d. = 13.0) 
(3 still attending)
22.31 (s.d. = 12.9) 
(4 still attending)
* Within the three months preceding day hospital admission 
**For those admitted to the ward.
The non-interview and interview samples did not differ significantly (all had p values of 
greater than 0.05) on gender (chi squared = 1.17, d f  = 1) marital status (chi squared = 
1.17, d f  = 2), whether or not they lived alone (chi squared = 2.68, d f  = 2), past 
psychiatric history (chi squared = 2.97, d f =1), or the number recently admitted to the 
ward (chi squared 1.44, d f  = 1). There were also no significant differences on age (t=
0.88, d f  = 47, p = 0.38), mean disability rating (t = 0.84 d f  = 48, p = 0.41) or mean
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length of admission to the ward (t = -0.77, d f  = 20, p = 0.45). The only significant 
difference between the samples was the length of attendance at the day hospital, (t = 
-2.85, d f  = 43, p = 0.0067).
Clients’ views of the service
Clients were asked for their view on admission, treatment, staff, discharge and follow 
up care.
Admission
Participants were asked if they were happy with the information they received on 
admission to the day hospital. All 31 said that they were happy with the service they 
received on admission and the information they were given about the day hospital. When 
asked whether they would find a leaflet about the day hospital usefiil, their views were 
as follows: 8 (29%) had no preference, feeling that the information they were given was 
enough, but a leaflet might be useful for some people. 18 (58%) thought that a leaflet 
would serve no purpose, that the day hospital needed to be seen for patients to understand 
what it was like and having a leaflet would add to the stigma attached to mental health 
services. 5 (16%) said that they would like a leaflet.
Treatment
Information was requested as to what people found most and least helpful about their 
treatment at the day hospital. (This was an open question, not everybody would have had 
all treatments). They were also asked what was the most helpful aspect of attendance 
overall. The responses are shown in Tables 8 ,9 , 10  and 11 on pages 30 and 31.
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Table 8: ACTIVITIES RATED AS BEING MOST HELPFUL
N = 31 (5 people mentioned 2 activities)
Activity No. of people mentioning each activity
Everything 11(36%)
Relaxation 9 (29%)
Anxiety Management Group 6 (19%)
Activities - Quiz 4(13%)
Art and Craft 1 (3%)
Exercises 3 (10%)
Physiotherapy 1 (1%)
None 1 (1%)
This was an open question “which group/activity did you like best” - not everybody had 
participated in all activities.
TABLE 9: ACTIVITIES RATED AS BEING LEAST HELPFUL
N = 31
Activity No. of people mentioning each activity
None 21 (67.7%)
Activities - Quiz 4 (13%)
- Art and craft 1 (3%)
Relaxation 4 (13%)
Exercises 1 (3%)
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TABLE 10: REASON GIVEN BY CLIENTS FOR WHY THESE ACTIVITIES 
WERE RATED AS LEAST HELPFUL
N = 10 (One reason given by each person)
I find it hard to relax in a group.
I need to be active.
I couldn’t do the quizzes, so didn’t find them helpful.
Cutting up bits of paper is babyish.
I felt like I was being treated like a kid having to do the exercises.
I didn’t like playing games.
Most activities weren’t helpful because I couldn’t hear.
Arts and crafts babyish - 1 didn’t enjoy these.
I couldn’t see to do the word games and card games.
We were treated like children, but in a nice way.
Table 11: MOST HELPFUL ASPECT OF ATTENDANCE OVERALL
N = 31 (13 people mentioned two aspects)
Aspect of attendance No. of people mentioning this aspect
Meeting others with similar problems 25(80.6%)
Talking to staff 11 (35.5%)
Going out for the day 2 (32.3%)
Anxiety management group 2 (6.5%)
Everything 2 (6.5%)
Relaxation 1 (3.2%)
Nothing 1(3.2%)
Participants were asked how much benefit they thought they had gained from attending 
the day hospital. If they felt that they had benefited they were asked to say in what way 
this had occurred. The responses are shown in table 12 and table 13 on page 32.
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Table 12: CLIENTS’ RATINGS OF BENEFITS 
OBTAINED FROM DAY HOSPITAL 
N = 31
Rating of benefit obtained
A lot 
A little 
No change
No. of clients giving this rating
16(51.6%)
9 (29%)
6 (19.4%)
Table 13: CLIENTS’ VIEWS OF HOW THEY HAD GAINED BENEFIT 
N = 30 (one person felt they did not benefit)
Reason for benefit
Meeting others with similar problems
Gained in confidence
Specific treatment
It got me out of the house
I feel more relaxed
Everything helped
Other
No. of clients giving this reason 
13 (41.9%)
5 (16.1%)
4 (12.9%)
3 (10%)
2 (6.5%)
1 (3.2%)
2(6.5%)
Other comments made by clients about how they had benefited from the day hospital 
included “gave me a different outlook” and “got rid of depression”. Occupational therapy, 
activities, exercises and professional support/information were also specifically 
mentioned. For those who said they did not change as a result of their day hospital 
attendance, two felt that this was due to physical problems. Other comments included:
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“It would have been more useful if there were activities that I could do”, “I would like 
to have been asked what activities I wanted to do” and “I enjoyed talking to others”.
Staff
All clients reported that they were highly satisfied with staff, all answering “ yes” to the 
questions about whether staff were helpful and respectfiil. They also all said that their 
privacy was respected when necessary and that they could talk to staff when they needed 
to. Comments such as “friendly”, “charming” and “dedicated” were also used about staff. 
Only six clients (19%) could name their key worker, but this can be explained by the fact 
that the key worker system was not strictly adhered to at the time and if a client had a 
problem they would probably have talked to whoever was available at the time. Some 
of the clients had relatives involved in their care and they were also satisfied that staff 
had kept them informed of the client’s progress by being invited to meetings or phone 
contact. Having access to the staff by phone was seen as very important. They felt that 
staff could be approached at any time, but felt that a caregivers support group for 
functional illnesses would also have been helpful. Comments from relatives included: 
“staff always responded when necessary” and “staff were very approachable”.
Discharge
20 (65%) clients were satisfied with the length of their attendance at the day hospital, 8 
(26%) thought that it was too short and one person thought it was too long because he did 
not like attending. Two people were still attending at the time of the interview.
Participants were asked about whether they felt that their discharge from the day hospital 
had been carefully planned and discussed with them or whether it had come as a shock. 
Their opinions of their discharge were as follows are shown in table 14 on page 34.
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Table 14; CLIENTS VIEWS ABOUT THEIR DISCHARGE 
N = 31
Clients’ view No. of clients with this view
Planned discharge with clients views taken into account 13 (41.9%)
Planned discharge without clients being taken into account 1 (3.2%)
Sudden discharge with clients views taken into account 3 (9.7%)
Sudden discharge with client feeling they were not consulted 9 (29%)
Unable to remember how discharge had been handled 2 (6.5%)
Still attending the day hospital at the time of study 2 (6.5%)
Discharged herself 1 (3.2%)
Clients’ comments about their discharge:
It was a shock, I wasn’t ready.
I was expecting it - I missed it (the day hospital) at first, but am pleased with the 
improvement.
I knew it had to come, but it was still a shock when it happened.
It was a surprise but I was able to cope.
I was expecting it, but missed it (the day hospital) at first.
It was not a shock as I wanted it, but it was not planned in advance.
Two of the people who said that their discharge was sudden and they were not consulted 
felt that this had not really affected them because they had wanted to be discharged and 
knew they could be referred if necessary.
Follow up care
At the time of the interview study (mid 1997), 29 (93.5%) of the clients had been
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discharged from the day hospital and all of these had some kind of follow up care. The 
remaining 2 clients were still attending the day hospital - one had been attending 
continuously and one had been discharged and re-referred. Four others had been referred 
back to the day hospital and then discharged again. The type of follow up care clients 
received is shown in table 15 below. 15(48.3%) of the clients had more than one type of 
follow up.
Table 15; TYPE OF FOLLOW UP CARE CLIENTS RECEIVED
N = 28
(13 people had one type of follow-up; 13 had two, 3 had three and 3 had none)
Type of follow up care No. of clients receiving this care
Outpatient appointments 11 (37.9%)
CPN visits 10 (34.5%)
Day Centre 7 (24.1%)
Physiotherapy 5 (17.2%)
Club attached to day hospital 4 (13.8%)
Occupational therapy 3 (10.3%)
Psychology 2 (6.9%)
Home time (support worker) 2 (6.9%)
Social work input 1 (3.4%)
Clients’ comments about their follow up care 
It was very helpful and supportive.
My CPN was an anchor.
Having someone to talk to helped a lot.
I knew I could get advice at any time.
I know there are always people there to help me.
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Two people reported that the follow up was not helpful because they were better.
Clients were also asked what other follow up they would have liked, but did not receive. 
Their answers are shown in table 16 below.
Table 16: OTHER FOLLOW UP CLIENTS WOULD HAVE LIKED
N = 31 (3 people specified 2 types of follow-up and one person specified 5)
Type of follow up No. of clients specifying this follow up
Telephone number for client to call when needed 13
Telephone number for caregiver 3
Home visits 7
Social Club 3
Someone to see outside home 1
Support group 1
Leaflets 1
No other help needed 9
Clients were asked how much of the time they had been well (free from their mental 
health problem) following discharge and their responses are in table 17 on page 37.
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Table 17: CLIENTS’ OUTCOME RATINGS FOLLOWING DISCHARGE
Outcome rating No. of clients giving this rating
Well all of the time 6 (19%)
Well most of the time 11 (35%)
Well some of the time 4 (13%)
Well not much of the time 2(7%)
No better 6 (19%)
Worse 0
Still attending 2(7%)
CONCLUSIONS AND RECOMMENDATIONS 
Client data
It can be seen from the data that the day hospital does indeed provide a service to a highly 
dependant group of clients: In this sample of 56 clients referred in 1994, 36 (64%) had 
a previous psychiatric history and 22 (39%) had a recent admission to hospital. 24 (43%) 
lived alone and 10(18%) had a high degree of physical disability (scoring 8 or more on 
the physical disability rating scale). Only a previous psychiatric history was significant 
statistically as being associated with length of attendance, but it is interesting that there 
was a trend for clients with spouses, rather than those living alone to have a longer 
attendance at the day hospital. It may well have been that staff were concerned about 
supporting the caregiver.
38
Day hospital attendance and follow up.
The average length of attendance at the day hospital was 20 weeks and 19 (32%) of 
clients attended the day hospital for more than 6 months. All the clients received at least 
one type of follow up care and nearly half were still in touch with the service at least two 
and a half years after referral. There was a wide range of follow-up care including 
contact with health professionals, support services and day care.
Outcome - staff assessed
Staff fears that clients would be discharged from the day hospital only to relapse after a 
short period of time and return to the day hospital were not borne out by the data, as only 
five clients were referred back to the day hospital over the two and a half year course of 
the study. However, many clients required quite long periods of attendance and follow- 
up, with some needing to receive permanent support from the service. It therefore seems 
that for many clients the concepts of discharge and relapse are not appropriate and it is 
more helpful to look at the amount of support needed at different times. A weakness of 
the study was that as it was largely retrospective, no formal measures of outcome were 
carried out. However, staff ratings of improvement in discharge summaries indicated that
30 of the original 56 had improved (54%) and clients’ own ratings showed that 17 of the
31 interviewed (54%) felt that they were better all or most of the time since discharge 
(this rating was made approximately 2 years after referral).
Outcome - clients assessed
It is interesting to look at clients’ views of how the day hospital was of benefit to them 
and see if this coincided with what staff felt should be offered. Meeting other people and 
going out for the day was mentioned most frequently as being the most helpful aspect of 
the day hospital. Views about specific activities were more ambivalent with some clients 
finding the activities demeaning or difficult because of their sensory deficits.
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Clients were extremely positive about the staff at the day hospital, feeling that they had 
good access to them and were involved in their treatment and discharge. However, in 
almost a third of cases, clients felt they did not have sufficient involvement or preparation 
in their discharge planning. Being able to contact staff by telephone when problems arose 
was seen as being particularly important - clients valued this while they were in touch 
with the service and wanted this facility after discharge for themselves or their relative. 
One person felt they would have preferred to have a number to ring rather then regular 
appointments with a CPN or out-patient appointments. It is possible that regular follow- 
up arrangements could be reduced if there was a telephone number which could be 
contacted at any time.
Criticisms of the study
The study relied on retrospective data and on staff and client ratings of improvement or 
deterioration in mental state. The use of formal outcome measures such as a depression 
rating scale would improve a study such as this. Furthermore, no standards were used by 
which to compare the data, although there was a belief by local managers that one day 
hospital had much longer lengths of attendance than the other, so it was useful to look at 
this local comparison. Finally, although the psychology assistant carrying out the 
interviews was not involved in any of the participants’ care and reassurances were given 
about confidentiality, she was based in the service being evaluated. Ideally, a completely 
independent interviewer should have been used.
Action from the report
As a result of the study the follovdng action has been taken or is in the process of being 
taken:
1. Staff received a lot of positive feedback.
40
2 Staff are aware of the need to improve further discharge planning and 
involvement of relatives - this is also occurring with the Care Programme 
Approach.
3. Staff are giving careful consideration to planning group activities and trying to 
take into account sensory deficits. For example, a member of staff sits next to 
someone with poor hearing and repeats information when necessary and clients 
are being consulted about the type of activities and therapeutic groups offered.
4. The service manager looked at ways of providing a telephone number for clients 
and relatives to call and in December 1998 a 24 hour telephone service was set 
up. In March 1999, a pilot support group of three sessions was held for the 
relatives of patients with functional disorders.
5. A regular survey of clients’ views is going to be carried out, checking particularly 
on the areas identified in this study, including discharge planning, involvement 
of relatives, telephone access to staff and satisfaction with group activities.
6. A presentation of the study was made at the Trust’s Division of Mental Health 
and Learning Disabilities audit meeting on the 31st March 1998. The purpose of 
this meeting is to feed back results to interested staff and encourage further audit 
projects within the division.
7. A report of the study is being included in a resource book for audit within the 
older adult mental health speciality. This book is being produced by the research 
division of the Royal College of Psychiatrists. See Appendix D.
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IMPROVING MOOD IN DEMENTIA 
A REVIEW OF PSYCHOLOGICAL APPROACHES 
Introduction
Alzheimer’s disease and other forms of dementia are clearly devastating illnesses and are 
often accompanied by symptoms of anxiety and depression. Pharmacological approaches 
are often used to reduce these symptoms, but may have side effects and may not be 
effective in every case or sufficient by themselves. This review will examine the 
psychological approaches aimed at reducing anxiety and depressive symptoms and 
behaviours believed to be associated with these such as restlessness and aggression. The 
term psychological is used to encompass approaches which use the medium of social 
interaction, behaviour and the sensory environment to achieve change. This includes 
psychotherapeutic (psychodynamic, cognitive and behavioural) approaches, interpersonal 
interventions (validation and resolution therapy), activity based approaches and 
improving the care environment (interpersonal approaches are mentioned again here). 
An attempt will be made to answer the question: “Is there any evidence that psychological 
approaches can reduce symptoms of anxiety or depression symptoms or change 
behaviours believed to be indicative of mood in people with a diagnosis of dementia?”
The review will look briefly at the evidence for anxiety and depressive symptoms in 
dementia and the problems of measuring these variables in this client group. It will then 
look at the effectiveness of the main psychological approaches, whose aim is to improve 
mood. In some studies, particularly those in which the participants are in the early stages 
of dementia, the aim is to reduce anxiety and depressive symptoms where it is high 
initially. In other studies, the aim is to reduce symptoms such as agitation or verbal 
aggression or increase signs of a positive mood such as happiness. The review will 
outline briefly the theoretical models, but will focus mainly on studies which aim to 
reduce anxiety or depression or improve mood (possibly among other variables) and 
measure outcome.
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Mood in dementia
As one might expect, many people with a diagnosis of dementia experience symptoms 
of anxiety and depression. This has been well documented in the literature. Estimates 
vary according to the criteria used but suggest that about a third of people with dementia 
experience anxiety and 30% to 40% suffer from depression (Ballard et a ll994; Ballard 
et al; 1996, Wands et al 1990; Forsell et al 1993; Bums, Jacoby and Levy 1990; 
Cummings and Victoroff 1990; Patterson et al 1990; Reifler, Larson, Teri and Poulson 
1986). Furthermore there is evidence that patients with dementia who are also depressed 
have lower ADL (Activities of Daily Living) scores than patients with the same level of 
cognitive function who are not depressed (Pearson, Teri, Reifler and Raskind 1989). 
Bender and Cheston (1997) associate the anxiety with progressive mental decline, 
unpredictability of the future and negative reactions of those around the person, including 
the withholding of information.
The measurement of mood in dementia
There are a number of methodological problems in measuring mood in dementia: In 
people with mild to moderate dementia self-report measures have been used such as the 
Geriatric Depression Scale (GDS) (Yesavage et al, 1982). However, as such measures 
were originally developed for the general older adult population, their validity has been 
questioned when used with people or have a cognitive impairment. Good agreement has 
been found between patient’s own ratings of their mood on the GDS and a clinical 
diagnosis of major depression (Burke, Nitcher, Roccaforte and Wengel,1992), but 
caregivers have been found to rate patients’ mood as worse than the patients rate 
themselves (Teri and Wagner, 1991). The discordance is greater when the patient had a 
history of depression prior to the onset of dementia (Mackenzie, Robiner and Knopman 
1989). Symptoms such as tiredness, inactivity and loss of interest or pleasure can be 
attributed to depression or dementia ( Mackenzie et al, 1989; Forsell et al 1993). High 
levels of agreement have been found between caregiver ratings of depression (using an 
adapted version of the Beck Depression inventory (B.D.I)) and clinician’s ratings based
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on interview with patient and caregiver (Logsdon and Teri 1995), although in Teri and 
Wagner’s study, clinician’s ratings of depression were higher than those of the caregiver 
for non-depressed patients.
Self-report measures cannot be used with people with severe dementia and therefore 
mood has to be assessed on the basis of behavioural observations. An example of an 
observational measure which is often used in late dementia is the Multi-dimensional 
Observational Scale for Elderly Subjects (Pruchno, Kleban and Resch, 1988) which looks 
at depression, irritability and withdrawal as well as self care and orientation. Some 
studies, such as those with music or Snoezelen (see later section) have used very simple 
ratings of happiness, interest or ‘spirit and mood’.
Psychotherapeutic approaches 
Behavioural therapy
Behaviour therapy has been used widely as an effective treatment for anxiety and 
depression in a wide range of mental health settings. Recently, some attempts have been 
made to use behavioural approaches such as relaxation exercises and increasing pleasant 
activities with people with dementia.
Welden and Yesavage (1982) described a study in which the use of relaxation therapy 
(progressive muscle relaxation and imagery) lead to a reduction in sleeping medication 
and an improvement in scores on the Stockton State Hospital Geopsychiatric Profile 
(SSHGP) (a behavioural rating scale which includes psychiatric symptoms). The 
participants in the study had diagnoses of senile dementia of the Alzheimer’s type or 
multi-infarct dementia (DSM III), but the authors do not describe which stage of 
dementia the participants are in. Unfortunately it is not clear whether the improvement 
occurred because of the therapy itself or because of the accompanying reduction in 
sleeping medication and no details of anxiety levels are given, although the authors 
suggested that only those with high levels of anxiety benefit from relaxation.
46
Lantz, Bulchalter and McBee (1997) found that relaxation therapy (including meditation, 
sensory awareness and guided imagery) led to a reduction in agitation (as measured by 
Cohen-Mansfield Agitation Inventory) in patients ’with dementia. Their Mini-Mental 
State Examination (MMSE) scores ranged from 0-18.  Ratings on the inventory were 
made by nursing staff and the authors do not say whether these ratings were “blind”. They 
reported that although patients with dementia took longer than other patients to relax, 
once they had achieved this, they were often able to remain in the relaxed state longer and 
were less restless.
Behavioural strategies including increasing pleasant events, maximising cognitive 
abilities, teaching caregivers behavioural and problem-solving strategies and helping 
them to reduce the stress associated with their caregiving role have been found to be 
effective in reducing depression in patients with dementia and minor or major depressive 
disorder (Teri and Uomoto, 1991; Teri, 1994; Teri, Logsdon, Umoto and McCurray, 
1997). In these studies, the caregivers had eight or nine one hour sessions with a clinical 
psychologist aimed at helping them to monitor the patients’ mood and identify and 
increase pleasant events. The caregiver was also taught strategies for reducing behaviours 
which interfered with engaging in the pleasant activities (such as ruminating over past 
negative events and psychomotor retardation) or for increasing incompatible behaviours. 
These were based on a behavioural analysis, although specific examples are not given. 
In all these studies, average MMSE scores were about 16 and reductions in depression 
were found on the Hamilton Depression Rating Scale for both patients and caregivers. In 
the largest of these studies, by Teri et al (1997), improvements in the patients were also 
found on the Cornell Scale for Depression in Dementia and the B.D.I. (modified for 
caregivers to report on the participants’ symptoms) and two control groups were included 
(typical care control - giving information, advice and support without specific strategies 
and waiting list control) in which reductions in depression did not occur. The significant 
improvements in the two treatment groups (one increasing pleasant events and the other 
using a problem solving approach) were maintained at six month follow up.
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Cognitive therapy
Teri and Gallagher-Thompson (1991) have suggested that while behavioural therapy can 
be used with people with moderate dementia, cognitive therapy may be of use to people 
with mild dementia. Cognitive therapy aims to change depressive and anxious patterns 
of thinking and has been researched extensively within the general clinical population. 
Teri and Gallagher-Thompson suggested that cognitive therapy techniques such as 
keeping a record of dysfunctional thoughts and challenging negative assumptions could 
be used to reduce depression in people in the very early stages of dementia, but emphasise 
that the therapist must have a clear understanding of the cognitive abilities of the patient. 
No outcome data on cognitive techniques has been published so far.
Cognitive techniques have limited applicability to people in the later stages of dementia. 
However James (1999) has proposed that cognitive therapy model could provide a 
framework to help caregivers understand and respond to distress in someone with 
dementia.
Psychodynamic psychotherapy
Over the last 10 years there has been a development of interest in using psychodynamic 
techniques with individuals with dementia, either individually or in groups. Hausman 
(1992) described the use of psychodynamic psychotherapy with people with Alzheimer’s 
disease, discussing both the benefits and the difficulties of using such an approach and 
some ways of adapting therapy for this client group. Evaluating outcome of 
psychotherapy, particularly in patients with a deteriorating condition is obviously very 
difficult and as yet, there are virtually no outcome studies (Cheston, 1998). However, 
some of the approaches mentioned later in this review - validation therapy, resolution 
therapy and Kitwood’s person-centred care are based on psychodynamic models such as 
psychoanalytic and Rogerian theory (Morton, 1997).
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Support groups based on a variety of psychotherapeutic approaches have also been used 
to help people with dementia in a variety of ways, including reducing anxiety or 
depression, (see pages 110 - 113 in the research dossier).
Interpersonal approaches 
Validation therapy
Naomi Feil started to develop the validation approach in the nineteen sixties (Feil, 1967). 
She defined the goals of validation as follows: “to stimulate verbal and non-verbal 
communication in order to help restore feelings of dignity and well-being” (Feil, 1992). 
The validation approach can be used individually and in groups and the validation worker 
attends to the emotional content of the disorientated person’s communication and 
empathises with and acknowledges their feelings. In her work, Feil observed that the 
validation approach reduced anxiety and improved communication and social behaviour 
(Feil, 1992). There is more detailed discussion of the theory behind validation therapy 
and the client groups to which it is applicable in the research dossier (see pages 96 to 99).
There have been some systematic evaluation of the validation approach in relation to 
mood. Bleathman and Morton (1988) described validation therapy and a method for 
evaluating the effects of a validation group. In 1991, Morton and Bleathman reported 
the results of a study which looked at the effect of twenty weekly sessions of group 
validation therapy on communication, mood and behaviour in three individuals with 
dementia in residential care. (These participants had scores of between 4 and 6 on the 
Information/Orientation scale of the Clifton Assessment Procedures for the Elderly at the 
beginning of the study, indicating moderate or marked impairment and a level of 
dependancy usually associated with residential or hospital care.) There was a ten week 
baseline period preceding the intervention and ten weeks of reminiscence sessions after 
the intervention. There was an increase in the level of verbal interaction observed (both 
length of interaction and the number of interactions initiated) following the intervention
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and a decrease during the reminiscence phase for two of the participants and the reverse 
effect for the other participant. There were no changes on any of the rating scales used 
(looking at communication, behavioural adjustment and self care) and thus no direct 
improvement in mood was found. Nevertheless the study was a good attempt to look 
systematically at the effect of an interpersonal approach with participants with dementia 
and did show that at least in terms of verbal interaction, participants reacted differently 
to different therapies.
These individual differences in themselves need careful study. In addition as the authors 
point out themselves, one hourly session of therapy is unlikely to make much impact on 
participants with severe memory impairment and if more frequent sessions had been used, 
more significant changes might have been found. Excerpts from the transcripts of the 
groups in this study are presented in another paper (Bleathman and Morton, 1992).
Toseland, Diehl, Freeman, Manzanares, Naleppa and McCallion (1997) compared 
validation therapy with a social contact (activity and discussion) group and a control 
group (usual care) in a group of nursing home residents with ‘moderate’ dementia (people 
who made more than 8 errors on the Portable Mental Status Questionnaire or failed to 
answer more than 50% of the questions on the Validation Screening Instrument were 
excluded). The groups took place for four 30 minute sessions each week for one year. 
Nursing staff and nonparticipant observers made blind ratings of the participant’s 
behaviour.
There was no significant change in the depression scores (as measured on a sub-scale of 
the Multidimensional Observation Scale for Elderly Subjects) of the validation therapy 
participants after one year but the social care group were found to be significantly more 
depressed. There was no change in depression scores in the usual care group, although 
they also did not change on the disorientation sub-scale whereas the other two groups 
became more disorientated.
The nursing home staffs ratings on the Cohen-Mansfield Agitation Inventory showed a
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reduction in physical aggressive behaviour in the validation therapy group, as compared 
with the other two groups and a reduction in verbally aggressive behaviour in both the 
validation therapy and social care groups. However the only significant change found by 
the nonparticipant observers was a reduction in verbally aggressive behaviours in the 
social care group. There was no change in the use of psychotrophic medication or 
physical restraints. Differences between the nursing staffs ratings and those of the 
nonparticipant observers may result in differing perceptions of the residents’ behaviour 
or may relate to the fact that the nursing staff made their ratings at different times to the 
nonparticipant observers including during bathing, dressing and toileting when aggressive 
behaviour was more likely to occur.
Given the immense difficulties of carrying out studies in this area (Robb, Stegman and 
Wolanin, 1986 described the many difficulties in research into validation therapy), this 
is a well designed study and the nursing staffs report of a reduction in problem 
behaviours is promising. These behaviours may be at least, if not more indicative of 
mood as depression ratings in such a severely cognitively impaired group.
Resolution therapy
Resolution therapy is not a formal counselling method, but an approach which can be 
used when people with dementia are distressed, as part of their care plan. It aims to 
acknowledge a confused person’s emotional experiences and is ultimately concerned with 
“finding ways to help the person meet their needs and cope with their feelings. These 
may include verbal and non-verbal acknowledgements as well as modifications to the 
environment and carer-dependant relationships.” (Stokes and Goudie, 1990). Stokes and 
Goudie, however, do not describe any outcome studies.
Activity and stimulation approaches
Research on activity and stimulation programmes which have looked at mood changes
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include work on reminiscence therapy and music, exercise and other types of sensory 
stimulation. There is a wider literature in this area, than in the therapeutic approaches 
mentioned above. The studies described below are therefore only a sample from this 
literature, but have been chosen because they use some formal evaluation methods and 
because they include measures which relate to mood.
Reminiscence therapy
Gibson (1994) studied the effects of individual reminiscence therapy in five people with 
dementia and a high level of behavioural disturbance (no details are given of the stage of 
dementia). Staff observations indicated a reduction in restlessness and aggression, 
improved sociability and an improvement in appetite (in one lady who regularly rejected 
food and disrupted meal-times) but no objective outcome measures were used.
Goldwasser et al (1987) found a reduction in depression (as measured by the B.D.I.) in 
confused nursing home residents after six weeks of reminiscence therapy and a six-week 
follow-up. These changes did not occur in the control group or a support group (which 
focused on present or future events and problems). However, despite the random 
allocation to groups, the reminiscence therapy group were slightly more depressed before 
the intervention than the other two groups and thus there was more room for 
improvement. Also, although all the participants had Mini-Mental State scores between 
1 and 22, those whose mood improved most had “dementia secondary to a medical 
disorder”.
Snoezelen
Multisensory environments or Snoezelen (the trade name by which it is commonly 
called) was originally developed in Holland in the 1970s for people with learning 
disabilities. The term ‘Snoezelen’ is derived from the Dutch words meaning ‘doze’ and 
‘sniff and is a method of relaxation and sensory stimulation using light, sound effects 
and a range of materials for touching and tasting. It has been adapted for use with the
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people with severe dementia. It is an individualised technique using sensory stimulation 
to have a shared experience with the person with dementia, create ways of 
communication and build up trust and improve the person’s well-being. It requires 
systematic observation and application and careful monitoring and evaluation in order to 
find the best ways of improving well-being for that individual (Achterberg, Kok and 
Salentijn, 1997). There have been some published studies looking at the effectiveness of 
Snoezelen in the field of learning disabilities. These suggest that it is useful, but because 
of the difficulties of research in this area, many of the studies are small and descriptive 
(Thurtle and Wyatt, 1999). A well controlled study by Martin, Gaffan and Williams 
(1998) suggested that one of the main benefits of Snoezelen was the enhancement of the 
social interaction between the participant and caregiver.
As yet, there have been very few formal evaluation studies using Snoezelen for people 
with dementia. However, Benson (1994) described a study which looked at the effect of 
three half hour sessions a week of Snoezelen on the mood of 12 patients in a long-stay 
hospital ward who had “senile dementia”. Four people - two patients and two members 
of staff went into the room at the same time. Observer ratings suggested an increase in 
happiness, interest and relaxation and a decrease in fear, agitation and sadness while the 
patient was in the Snoezelen room. A further study with three patients with Alzheimer’s 
disease (all of whom had an overall D grade score on the Clifton Assessment Procedures 
for the Elderly indicating marked impairment and high dependancy ) showed relaxation 
therapy (music and encouragement of slow breathing in a one to one situation) produced 
the same effect (Pinkney, 1997). However, Pinkney suggested that the Snoezelen 
equipment was important because it encouraged staff to focus on patients’ sensory needs.
Baker et al (1997) compared the effects of Snoezelen sessions with activity sessions 
(matched for staff attention) on mood and behaviour in a group of 31 day hospital patients 
with Alzheimer’s disease or vascular dementia. For both the activity and Snoezelen 
groups, there were eight sessions over a four week period. Mood was measured by the 
Behaviour and Mood Disturbance Scale (BMD Scale) and behaviour at home was 
assessed by the Behaviour Rating Scale (BRS) of the Clifton Assessment Procedures for
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the Elderly. There were short-term improvements in mood in both the activity and the 
Snoezelen groups immediately after sessions and long-term improvements in levels of 
social disturbance at home during the course of the trial in the Snoezelen group. All the 
participants in the study had Mini-Mental State Examination Scores of between 0 and 17 
(indicating severe cognitive impairment), but the Snoezelen group had a higher cognitive 
level at pre-trial of 4.7 points. Nevertheless this long-term effect on disturbed behaviour 
is encouraging.
Music
Lord and Gamer (1993) compared the effects of “Big Band” music (during which the 
residents could participate with musical instruments) with those of puzzle activities and 
a recreational activity (drawing, painting and watching television) in a group of sixty 
residents with Alzheimer’s disease (no details of cognitive status were given). A 
significant improvement in mood (as well as recall and interaction) occurred in the music 
group and not in the other two groups. However, the observations of mood were simple 
ratings of “spirit and mood” and were carried out by one of the authors of the study and 
these observations were only carried out during the group, so it is not possible to look at 
longer-term effects.
Environmental/quality of care studies 
Person-centred care and Dementia Care Mapping
Much of the work on quality of care in dementia has been led by Tom Kitwood. He 
called his approach to care “person-centred” and developed an evaluation method known 
as “Dementia Care Mapping” (Kitwood, 1992). (Person-centred care can also be 
described as an interpersonal approach, but is included here because much of Kitwood’s 
work was about measuring the quality of the care environment). The person-centred 
approach is based on the idea of universal needs and trying to modify the environment
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to meet these needs: Kitwood (1992) suggested that a person with dementia can be in a 
“relative state of well-being” if s/he has (1) a sense of personal worth, being valuable to 
others, (2) a sense of agency, being able to make things happen in the world, (3) social 
confidence, reaching out to others and knowing there will be a response and (4) hope or 
‘basic trust’, a kind of intuitive knowledge that whatever happens all will still be well. A 
person’s past history and personality will play a part in whether they achieve this state, 
but the care they receive is crucial in determining whether they can maintain it.
Unlike other observational methods. Dementia Care Mapping (DCM) attempts to 
measure the quality of care the individual receives, rather then simply the quantity of 
activities and interactions (Brooker, 1995) and some of the observations required look 
directly at levels of distress in the participants. However, there are no studies looking 
systematically at whether staff training in the person-centred approach in a dementia care 
unit is directly correlated with an improvement in mood in the residents. Furthermore, 
although training in person-centred care can change staff attitudes, it is not sufficient 
alone to improve outcomes for the residents, as measured by DCM. Management and 
organisational issues have to be addressed and good communication between 
management and staff is needed to support the person-centred philosophy. Giving 
immediate feedback from the DCM evaluation is also important (Lintem, Woods and 
Phair, 2000). There is further discussion of the person-centred approach in the 
introduction to the Research Dossier, pages 99 - 104.
Staff-patient communication
Bohling (1991) described a method for analysing communication between people with 
dementia and caregivers with a view to reducing behavioural disturbance and anxiety 
related outbursts. Using frame analysis (based on work by Goffinan), Bohling 
categorised the caregiver’s responses as either moving the conversation into their own 
frame, staying with the patients’s frame or a gradation in between. This analysis indicated 
that sensitive listening and staying with the patient’s frame seemed to cause less 
frustration than shifting the frame to that of the caregiver. The researcher suggested that
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this way of responding may be a useful way to reduce anxiety and behavioural problems. 
Bohling did not specify the stage of dementia for his participants. However, it is evident 
from the nature of the study that they still had the ability to use language, but not always 
in a way that was meaningfiil without deeper analysis.
Integrity promoting dementia care
Brane, Karlsson, Kihlgren and Norberg (1989) carried out a study of “integrity 
promoting dementia care”. Based on Erikson’s theory, this approach emphasises treating 
the patients more as individuals, giving them more time staff attention, more choices and 
activities and encouraging more use of personal possessions. After a three month period 
of staff training in this approach, there was a reduction in anxiety and depression, as well 
as a reduction in motor impairment, (as measured by a behaviour rating scale, the GBS 
and the Depression in Dementia Scale) which did not occur in a control group. Increased 
levels of somatostatin, believed to indicate a decrease in neurological disability were also 
found in the treatment group, but not in the control group. Clearly, obtaining CSF 
samples necessitated lumbar punctures and thus the ethics of the study are questionable. 
Severity of dementia is not reported in the study.
Environmental quality
Bowie and Mountain (1997) carried out a study looking at the relationship between 
quality of care and level of behavioural disturbance in patients in a hospital setting (90% 
of the patients had a diagnosis of dementia, although the severity of the dementia is not 
specified). They assessed 28 dementia care wards using a range of rating scales in order 
to identify pairs of wards which were well matched on most aspects of environmental 
quality but differed significantly on one particular one They studied five environmental 
aspects - institutionalisation (care practices), social/recreational facilities available, reality 
orientation cues, physical appearance of the ward and space available. A significantly 
higher level of abnormal motor activity and inappropriate behaviour was found on the
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more institutionalised ward, but also on the ward with a high level of social and 
recreational activity which the authors felt might be caused by the patients becoming 
overstimulated and therefore over aroused. A higher level of inappropriate behaviour, 
but not abnormal motor activity was also found on a reality orientation ward and ward 
with high physical quality. Mood was not measured directly but the levels of abnormal 
motor activity may be related to mood. This is a rare study in a much needed area, 
looking at the relationship between environmental quality and patient behaviour. 
However, some of the variables such as level of reality orientation cues or social and 
recreational activity could be studied more easily by manipulating them within the same 
ward setting and same patient group.
Conclusions
A number of theoretical models have emphasised the relationship between quality of care 
and mood in people with dementia (Feil, 1992; Kitwood, 1992) and there are now some 
empirical studies showing that psychological interventions can lead to reductions in 
anxiety, depression and disturbed behaviour.
In early dementia, the studies by Teri and Uomoto (1981), Teri (1994) and Teri et al 
(1997) provide evidence that caregivers can be helped to reduce depressive symptoms in 
the people for whom they care and this is based on a moderate amount of treatment time 
- eight or nine weekly one hour sessions. It is important that such approaches do not place 
undue burden on the caregiver, but these studies address this by also looking at levels of 
depression in the caregiver and showing that this can also improve with the interventions.
In later dementia, there is some evidence that improvements in mood can be achieved 
by approaches such as relaxation exercises (Lantz et al, 1997) validation therapy 
(Toseland et al, 1997) activity and stimulation programmes (Baker et al, 1997; Lord and 
Gamer, 1993) and improvements to the care environment (Brane et al, 1989). 
Furthermore, giving staff some ways to work with people with severe dementia is likely 
to be important in staff morale and recmitment and retention and even if benefits are only
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very short-term, this is still a great improvement over previous care where no attempts 
were made even to provide short periods of well-being for people with severe dementia.
However, one of the main difficulties in carrying out effective research in this area is the 
measurement of mood. The studies comparing measures based on patient, caregiver and 
clinician reports give very complex results and many different measures and procedures 
are used for collecting reports from these three different sources. Some measures such as 
the HDRS are used more frequently than others and it would be useful to have a standard 
measure such as this to be used within a certain level of severity of dementia, so that one 
study looking at mood can be compared with another.
Finally, in looking at the effectiveness of interventions in dementia, it is important to 
bear in mind the individual difference between one person with dementia and another, 
whatever the stage of dementia. One person may like music or reminiscence or relaxation 
and another may not. In the study by Morton and Bleathman, validation therapy 
improved verbal interaction in two people, but lead to a decrease in the third who 
responded better to reminiscence therapy. Kitwood’s Dementia Care Mapping, by its 
focus on the quality of individual care also accommodates the fact that one person may 
enjoy an activity such as singing, while another person may dislike it or even find it 
distressing. More attention to individual differences could be given in research looking 
at response to therapies and activities in people with dementia.
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Summary of the main studies in the review
Authors Aim of 
intervention
Participants Interventions Outcome
Welden and 
Yesavage, 1982
Reduce anxiety and 
improve sleep
24 residents of an 
intermediate care 
home with SDAT 
or multi-infarct 
dementia in 
treatment group. 24 
controls matched 
for age and 
cognitive ability 
(using Halstead- 
Reitan) had a 
discussion group.
Progressive muscle 
relaxation, self­
hypnosis, imagery. 
One hour sessions 
three times a week 
for three months.
Behavioural rating 
scale (SSHGP) 
score improved 
significantly in 
treatment group 
and deteriorated in 
group of matched 
controls. Reduction 
in sleeping 
medication in 
treatment group.
Lantz, Bulchalter 
and McBee, 1997
Reduce agitation 8 nursing home 
residents with 
dementia - mean 
MMSE score 8, 
range 0 -18. 6 
residents in control 
group.
Relaxation therapy, 
meditation, sensory 
awareness and 
guided imagery. 
Ten weekly one 
hour sessions.
Significant 
reduction in 
agitation on the 
Cohen-Mansfield 
Agitation Inventory 
in treatment group 
compared with 
control group.
Teri and Uomoto, 
1991
Decrease
depression
4 patients with 
major depressive 
disorder and 
dementia (MMSE 
scores 13 - 21) and 
their caregivers.
Based on
Lewinsohn’s model 
increasing 
pleasant events for 
patient with 
assistance of 
caregiver. Eight 
one hour sessions.
Decrease in 
depression scores 
during treatment 
phases on 
Hamilton 
Depression Rating 
Scale.
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Authors Aim of 
intervention
Participants Interventions Outcome
Teri, 1994 Reduction of 22 patients with Caregiver taught Significant
depression. minor or major behavioural reductions in
depressive disorder techniques patient and
and dementia including caregiver
(Average MMSE increasing pleasant depression on
score 15.89) and events, maximising Hamilton
their caregivers. cognitive abilities, 
problem-solving 
strategies, help to 
relieve caregiver 
stress. Nine weekly 
one hour sessions.
Depression Rating 
Scale.
Teri, Logsdon, Reduction of 72 patients with 4 groups: Significant
Umoto and depression. minor or major Increasing pleasant reductions in
McCurray, 1997 depressive disorder events, problem­ depression on
and dementia solving, typical Hamilton
(average MMSE care, waiting list Depression Rating
score between 15.7 control. 9 weekly Scale, Cornell
and 17.9 for all 4 one hour sessions. Scale for
groups) and their Depression in
caregivers. Dementia and Beck
Depression
Inventory.
Bleathman and To improve 3 individuals in 20 weekly one Increase in verbal
Morton, 1991 communication. residential care hour sessions of interaction after the
mood and with dementia validation therapy validation therapy
behaviour. (CAPE (preceded by 10 group and decrease
information/orienta weeks baseline and after reminiscence
tion scores of 4 to followed by 10 therapy for two of
6) weekly sessions of
reminiscence
therapy).
the participants and 
the reverse for the 
other participant. 
No change on 
scales rating 
behaviour and 
communication.
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Authors Aim of 
intervention
Participants Interventions Outcome
Toseland, Diehl, To reduce 88 nursing home 4 half hour Reduction in
Freeman, behavioural residents who had sessions of physical and verbal
Manzanares, problems, use of moderate dementia validation therapy aggression in
Naleppa and physical restraints and displayed or social contact validation therapy
McCallion, 1997. and psychotrophic problem behaviour group each week group according to
medication and such as physical or for 52 weeks. nursing staff
increase positive verbal aggression. Social contact ratings, but not
social interactions disruptive group had activities found by
and well-being. vocalisations or such as music. nonparticipant
restlessness. games and observers.
Random allocation discussion. Reduction in
to validation verbal aggression
therapy, social care also found in social
or usual care care group.
groups.
Gibson, 1994 To reduce Three residents Individual Analysis of written
behavioural from EMI (Elderly reminiscence and verbal reports
disturbance. mentally infirm) therapy carried out made by staff
homes and two by a senior care suggested
from the assistant or field increased
community, all worker. sociability.
with dementia and Information about decreased
a high level of individual’s past aggression or
behavioural used in care- attention-seeking
disturbance. planning. behaviour and 
restlessness, 
improved appetite.
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Authors Aim of 
intervention
Participants Interventions Outcome
Goldwasser, To improve 27 nursing home Twice weekly half Significant
Auerbach and affective, cognitive residents with hour sessions of reduction in
Harkins, 1987. and behavioural symptoms reminiscence depression as
functioning. associated with therapy (or support measured by the
dementia (average group) for six Beck Depression
MMSE score 10.4, weeks. Inventory in the
range 1 - 22). reminiscence
Randomly therapy group
allocated to compared with the
reminiscence other two groups.
therapy group. No significant
support group and cognitive or
no treatment group. behavioural
changes.
Benson, 1994 To improve mood 12 patients on a Three half hour “Patients observed
and behaviour long-stay ward Snoezelen sessions for a varying
“varying mental per week. number of weeks
status with a Two patients and with and without
diagnosis of senile two staff in the Snoezelen sessions.
dementia but no Snoezelen room for so that any effect
other obvious each session. from observation
active medical could be ruled
conditions”. Active out”. Observer
psychosis ratings suggested
ekcluded. an increase in 
relaxation, 
happines and 
interest in patients 
while in the 
Snoezelen room.
Pinkney, 1997 To improve mood. Three day hospital Three half hour Observations made
patients with sessions of using a measure for
SDAT and rated as Snoezelen for three assessing affect in
having marked weeks compared severe dementia.
impairment and with three week Snoezelen and
high dependency baseline and three relaxation found to
on the C.A.P.E. No weeks of a music be equally effective
other health relaxation group. in improving mood
problems. and affect.
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Authors Aim of 
intervention
Participants Interventions Outcome
Baker, Dowling, To improve mood 31 day hospital Eight sessions of Mood measured by
Wareing, Dawson and behaviour. patients with Snoezelen over a Behaviour and
and Assey, 1997. Alzheimer’s four week period Mood Disturbance
disease or vascular compared with the Scale and
dementia. No other same amout of time behaviour
psychiatric spent in an activity measured by
diagnoses. MMSE group. Behaviour Rating
scores 0 -17. Scale of the 
C.A.P.E. Short 
term improvements 
in mood after both 
groups and long­
term reductions in 
social disturbance 
at home.
Lord and Gamer, To improve mood. 60 nursing home Six half hour Observations made
1993. recall and social patients with sessions per week of mood and
interaction. Alzheimer’s for six months of participation made
disease. Aged 72 to “Big Band” music in first two and last
103. “Varied in which patients two weeks of the
physical could participate study.
debilitation”. with musical Significant
No details of instmments was improvements in
cognitive status compared with a mood, social
given. puzzle group and 
usual recreational 
activities.
interaction and 
recall in music 
group.
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Authors Aim of 
intervention
Participants Interventions Outcome
Bohling, 1991. To reduce 
disruptive 
behaviour and 
anxiety related 
outbursts.
10 day hospital 
patients with 
Alzheimer’s 
disease.
8 day hospital staff 
were recorded for 5 
minutes while in 
conversation with 
10 patients to look 
at staffs listening 
responses to 
patients’ shifts in 
reality.
15 episodes 
analysed and coded 
using Gofiman’s 
labelled frame 
analysis method. 
The analysis 
indicated that 
staying with the 
patients’ frame 
caused less 
frustration than the 
staff shifting to 
their own frame.
Brane, Karlsson, 
Kihlgren and 
Norberg, 1989.
To improve 
intellectual, motor 
and emotional state 
of patients.
46 patients with Staff for patients in
dementia from two treatment group
nursing homes. 23 trained in
in a treatment “integrity-
group and 23 in a promoting
control group. dementia care”.
Mean age 82, range
72 to 101. Details
of cognitive status
not given.
Patients rated with 
GBS scale. 
Depression in 
Dementia Scale 
and with a 
biochemical 
measure before and 
after three month 
intervention 
period.
In treatment group,
improvements
found in
distractability,
confusion, motor
performance,
anxiety and
depression.
Biochemical
measure suggested
reduced
neurological
disability.
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Authors Aim of 
intervention
Participants Interventions Outcome
Bowie and No intervention. Patients on seven No intervention. Significantly more
Mountain, 1997. Study aimed to wards. All wards but using a inappropriate
look at relationship had over 90% of package of ratings behaviour and
between patients with scales, pairs of abnormal motor
environmental dementia. 86% of wards identified activity found on
quality and patients over 75. which differed the more
behaviour. 51% patients had markedly on one institutional ward.
been resident on aspect of but also on the
the wards for >2 environmental ward with a high
years. quality. Patient 
behaviour rated 
using an 
observational 
method over a 
three month period.
level of social and 
recreational 
activity. More 
inappropriate 
behaviour on ward 
low in reality 
orientation cues 
and on ward with 
high physical 
quality.
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RELOCATION RESEARCH: ARE THERE IMPLICATIONS 
FOR CLINICAL WORK WITH OLDER ADULTS? 
Introduction
Since the nineteen-fifties, there has been a great deal of research into relocation (moving 
home) in later life, both residential and institutional. Early studies focused on whether 
relocation increased morbidity and mortality, but more recently research has looked in 
more detail at the process of relocation and what factors are related to a successfiil 
adjustment. In clinical practice, two situations commonly arise in which a knowledge of 
such factors could be helpful. First, a person (who may already have mental health 
problems or recently undergone stressful life events) may request help in trying to decide 
whether or not to relocate or where to relocate. Second, a person may be referred for help 
who has recently relocated, but is finding it difficult to adjust to the move. This review will 
look at the recent literature (since 1980) and will concentrate on those studies which have 
most clinical relevance. It will give a brief overview of the area looking at migration trends 
among older adults, the meaning of home for older people and the models which attempt 
to explain why people relocate. It will then concentrate on studies which try to identify 
which factors predict successful adjustment and also look at the coping strategies which 
people use during relocation. Finally, the review will examine clinical interventions, 
looking at studies of preparation for relocation and ways of facilitating adjustment in 
nursing home populations and look at the implications for people with dementia.
Background
Many of the demographic studies looking at migration trends originate in America. The 
research findings are complex and vary according to the type of community studied. 
However, there is general agreement that older adults tend to move less frequently than 
younger people - estimates of relocation among people over 65 suggest that this occurs 
at a very low rate - 5% to 8% a year (Colsher and Wallace, 1990, Lawton, 1980, Ferraro
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1981) although in some communities the tendency to migrate at the onset of retirement 
leads to higher levels of relocation (Wiseman 1980) and widowed persons appear to 
move more often than married persons (Biggar, 1980; Lawton, 1980). Socio-economic 
factors appear to play a role with older people from higher educational and income 
backgrounds moving longer distances and those from lower economic groups moving 
locally. The local moves are often associated with a crisis - loss of spouse or financial or 
health problems, while the long distance moves are a result of a positive decision to seek 
a more favourable environment (Biggar, 1980).
Models of relocation
Several researchers have looked at the factors involved in housing satisfaction and tried 
to categorise reasons or devise models explaining how people make the decision to 
move: Wiseman (1980) has put forward one of the most comprehensive theoretical 
models based on the idea that everybody is a potential migrant and that “individuals 
continuously reevaluate their residential situation with respect to their needs, desires, 
resources and perceptions of potential outcomes”. Important factors in this evaluation 
process include personal resources such as health and income, critical life events, changes 
in support network, previous residential experience (whether or not previous moves have 
been favourable) and external factors such as the housing market. Once the decision to 
move has been made, further decisions have to be made about where to move to and the 
type of housing required.
Litwak and Longino (1987) proposed a developmental model for relocation based on 
census data on migration. For those who migrate in later life, three types of move tend 
to occur: Retirement associated relocation (e.g. to warmer climates) when health is still 
good, relocation to obtain more daily assistance when there is some decline in functional 
abilities which may be compounded by the death of a spouse (e.g. to be closer to 
offspring who will provide care) and with further loss of health, institutionalisation. Thus 
when functional abilities decline, family location plays an important role in housing 
decisions, particularly if local support networks are not able to provide assistance.
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These multi-factorial models are difficult to test precisely, but there are many studies
providing evidence for the importance of the factors mentioned. For example, Ferraro
(1981), in a sample of 3402 people who were over 65 and on a low income, found that
housing satisfaction (appearance, state of repair and comfort), duration of residence,
perception of neighbourhood characteristics (appearance, location and safety) and
community sociability and financial concerns discriminated between those who desired
to move and those who did not. The duration of residence was the most important factor
discriminating between those who actually moved and those who did not. Experiencing
a change in marital status and not ovming one’s own home also increased the likelihood 
of moving.
In a similar study, Colsher and Wallace (1990) carried out a survey o f3673 people aged
65 or older living in two Iowa counties and found that those who relocated were older,
less well educated, more likely to live alone, more physically dependant and had lower
incomes and relocation was associated with death of a spouse and marriage of an 
offspring.
Thus older people relocate less frequently than younger people, but when they do, it is 
often prompted by changes in marital status, health and fimctional ability. Duration of 
residence in one place and social class are also important factors.
The meaning of home
More helpful fi-om a clinical viewpoint are those models of relocation which look at the 
meaning of home”. Older adults report a high level of housing satisfaction which is not 
strongly related to personal or demographic factors or physical measures of housing 
quality (O’Bryant, 1982). O’Bryant suggested that his could be explained by low 
expectations, denial of poor conditions or resignation or the overriding importance of 
subjective rather than objective factors. The Swedish researchers, Danermark and 
Ekstrom (1990) suggested that “relocation has to a great extent a different meaning, and 
IS to a great extent differently perceived, depending on the meaning and the importance
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of the original and the new home to the mover and on his or her life-situation.” They also 
suggest that many elderly people live in the same place for many years and “ thus the 
home and the surroundings are often very familiar indeed, involving deep roots and a host 
of memories.” Danermark and Ekstrom summarised research looking at the meaning of 
home and suggest the following concepts: a) Home as permanence and continuity, b) 
home as a symbol - a reflection of one’s ideas and values, c) home as security and control 
and home as a place for privacy and independence and d) home as a centre of activities 
and home as relationships.
In a factor analysis study, O’Bryant (1982) identified four subjective factors which were 
important in housing satisfaction in older people. She called these “competence (sample 
item: “Living in my own home is proof that I can take care of myself’), traditional 
family orientation and memories (sample item: “I feel my home really belongs to my 
family, so I am holding it for future generations”), status value of home ownership 
(sample item: “People look up to persons who own their own homes”) and cost versus 
comfort tradeoff (sample item: “My residence is costing me more than it’s worth”). 
These subjective factors were more important in accounting for housing satisfaction than 
physical characteristics of the participants’ homes. O’Bryant and Wolf (1983) also 
compared housing satisfaction among homeowners with that of renters and found that the 
attachment to home factors were more important for homeowners, while physical housing 
characteristics were more important to renters.
Among widows, three “attachment to home” factors appear to be related to the decision 
of whether to relocate: perceived cost/benefit of home, association of home with family 
tradition and competence in familiar environment: Loss of a spouse affects both the 
person’s competence due to the grief, loneliness and other negative effects of the loss and 
may leave them with an environment that no longer fits their needs (for example it may 
become too large or too expensive to maintain). Competencies associated with carrying 
out repairs, driving a car and dealing with the fear of crime may become significant, as 
well as attachment to home and neighbourhood, social support and the location of adult 
children (O’Bryant and Murray 1987)
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As well as widowhood, social class may also be of relevance in understanding relocation 
because of its differential effect on home ownership: Redfoot (1987) interviewed 40 
women, aged 62 to 98, who had relocated either to a multi-level care institution associated 
with a church or complex of flats subsidised by the government. The middle class women 
were more likely to have owned their homes and lived in them for many years and thus 
their possessions were very important to them. Moves to a specialised facility for the 
middle class women were most likely to have been prompted by health concerns or 
widowhood and lead to a sense of loss which the women dealt with “by turning their 
rooms into museums filled with relics of their past lives”. For the working and lower class 
women, relocation tended to be a frequent occurrence in their lives, often prompted by 
economic factors and their relocation to a facility for the elderly may be a neutral or 
positive experience with increased comfort and security. The limited sample (looking at 
just two facilities) may limit the generalisiability of the findings, but the study draws 
attention to the importance of biographical factors in understanding relocation.
In summary, issues of cost and competence in maintaining the home and the association 
of the home with past memories and family tradition are important in understanding the 
meaning of home for older people. Home ownership, social class and income may also 
affect the way a person views their home and possessions.
Predictors of adjustment to relocation
Many researchers have tried to identify which factors predict successful adaptation to 
relocation: In a major review of the literature in 1984, Bourestom concluded that whether 
the move is from one home to another, from home to institution, within institutions or 
between institutions, predictability and controllability appear to be the crucial variables and 
these are mediated by personal characteristics, preparation for relocation and the quality 
of the new environment and degree of environmental change. With good preparation and 
a move to a better environment, even inter-institutional relocation has no negative effects 
and in some cases, there are improvements in functioning and mood (Shamian et al, 1984; 
Powell et al, 1990; Holzapfel, 1992; Mirotznik and Ruskin, 1985). Important personal
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characteristics which affect adjustment to relocation include mental and physical health, 
age, alienation or isolation, social support (including the availability of a confidante), 
maintenance of social networks, self-esteem, perceived health and worry, recency of any 
losses and prior life satisfaction (Eckert, 1983; Eckert and Haug, 1984; Baglioni, 1987; 
King, Dimond and McCance, 1987; Danemark and Ekstrom, 1990; Armer 1993 and 
Armer, 1996). Studies by Eckert (1983) and Eckert and Haug (1984) in which relocation 
was involuntary (and took place among people of low income groups) showed that where 
the new and old environments were similar and social networks were not disrupted, there 
were few negative effects. The only exception to this were people who were already in 
poor health before the move and who continued to decline after relocation (Eckert, 1983).
One study has questioned the importance of maintaining previous social networks, 
suggesting that these may lead to feelings of alienation after relocation; Hwalek and 
Firestone ( 1983), hypothesised that an elderly person may feel “thwarted” by being forced 
to relocate by their family or other significant people, leading to negative feelings towards 
these people with whom they then have to associate during regular visits. However, in 
an interview study of 50 people who had been relocated to an institution for at least one 
year, the three-way interaction of thwarting, negative attitudes and continued association 
was only the third predictor of scores on a scale of alienation after age and the attitude 
towards the present residence. In keeping with other studies, Hwalek and Firestone’s 
advocated that an individual’s control over their relocation should be increased, but they 
also conclude that if residents have negative attitudes towards those who arranged their 
relocation, links with these people, such as weekly visits, should be discouraged. 
However, the study did not look at whether these negative attitudes changed over time.
Other studies of institutional relocation have suggested that the degree to which a person 
adjusts to admission depends on whether they believe that the admission is necessary, 
legitimate, (having a reason for admission which is acceptable to the person), desirable, 
the result of their own decision and reversible (Chenitz, 1983) and “continuity” - the
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consistency of the move with the “person’s sense of biography, of self and of belonging” 
(Nolan et al, 1996).
In summary there is evidence that whether the relocation is voluntary or involuntary and 
the degree of choice are crucial factors in adjustment to the new environment. However, 
there are many mediating factors, so that even if the move is involuntary, such factors as 
good health, maintenance of social networks, preparation for relocation and a move to a 
better environment may reduce or even eliminate any negative effects.
Coping skills and relocation
The studies described above give us some information on who adjusts well, to which 
environment and under what circumstances, but tell us little about how such adjustment 
occurs. Rutman and Freedman (1988), however, looked at the coping strategies 
associated with relocation. They carried out a longitudinal study of 63 older people who 
had applied to move to a rent-subsidised apartment of a Toronto housing company. 
Interviews were carried out prior to relocation and nine to twelve months later, by which 
time about half the sample had relocated. Although 60% of those who had moved by the 
end of the study reported some aspect of the move as having been stressful, their level of 
satisfaction with their environment and level of social interaction increased with the move. 
82% of the respondents believed that moving was their own choice, even though many 
had been forced to move due to economic reasons. The authors suggest that the 
respondents may be using a cognitive restructuring process to make an uncontrollable 
event appear more manageable.
Among those awaiting relocation, all but 11% anticipated losses associated with the move, 
particularly losses of privacy and independence. However, among those who had actually 
moved, 56% reported that they did not miss anything and not one mentioned the loss of 
or desire for privacy or independence. It is not possible to tell from this study whether 
anxieties about loss of independence and privacy were unfounded or whether the residents 
adjusted by denying losses that they had in fact experienced. When asked about coping
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coping strategies, both for moving and for other stresses, the most frequently mentioned 
technique was “Distraction/Escape/Denial”. Other coping strategies included active 
problem solving and “acceptance”, seeing the move as a life transition which could be 
dealt with philosophically or with the wisdom which comes from experience.
Armer (1993) emphasised the importance of cognitive appraisal in relocation adjustment 
and looked at coping strategies in a sample of fifty residents moving to housing for older 
adults in a rural setting in the U.S.A. She found that the majority of the residents viewed 
the move as a challenge rather than a threat (based on work on coping skills by Lazarus 
and Folkman suggesting that a threat and a challenge are different ways of dealing with 
change). The coping skills identified as most helpful were “keeping busy with other 
things, trying to take my mind off the problem”, “not worrying about it, trusting that 
everything will work out”, “praying for strength and guidance” and “taking things one 
step at a time”.
Interview studies of nursing home residents (based on those who are able to communicate 
well) suggest that as well as loss of privacy and independence, orientation to the new 
home, severance anxiety (separation from family and friends), loss of personal 
possessions and the quality of practical and emotional support from staff are major 
concerns (Stein 1985; Thomasma 1990; Patterson 1995). Nursing home residents see 
their relocation as “the end of the line” and the loss of their previous identity and may 
cope with this by denying that the relocation is permanent (Nay, 1995). In a longitudinal 
observational study Brooke (1989a) suggested that residents went through four phases 
in adjusting to the relocation: disorganisation, reorganisation, relationship building and 
stabilisation. In this study, unlike the interview studies two thirds of the residents were 
described as “moderately to severely impaired”.
Thus older people moving to specialised housing report anxieties prior to the move, but 
appear to use a cognitive restructuring process to deal with these anxieties, resulting in 
an apparently high level of satisfaction after the move. Adjusting to relocation to a 
nursing home is a much more difficult and complex process because of the many losses
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involved.
Clinical interventions
Studies of clinical interventions in the area of relocation have focused mainly on 
hospitals or nursing homes. Many of the factors found to lead to poor adjustment are 
present in relocation to an institution: There is a high degree of environmental change, 
disruption to social networks and loss of the person’s own home, which as O’Bryant and 
other researchers have shown may have important subjective value for the individual. 
Most crucially, the individual may feel that they have little personal control with the 
decision for them to move being made by family members or health professionals 
(Abramson, 1988; Reinhardy; 1992, Reinhardy 1995; Nay 1995; Nolan et al, 1996). 
Finally, the individual factor found to make people most vulnerable to the negative 
effects of relocation, that is health, is likely to be poor, thus necessitating the move to the 
home.
Preparation
Many studies have described programmes of preparation in institutions which are used 
to increase familiarity with the new environment, provide emotional support and reduce 
anxiety about the move. The interventions in these studies include site visits to the new 
location, introductions to new roommates, group discussions and individual or family 
counselling sessions. (Amenta, Weiner and Amenta, 1984; Bourestom 1984; Grant, 
Skinkle and Lipps, 1992; Harwood and Ebrahim, 1992; Sabin and Morrison, 1996; 
Lander, Brazill and Ladrigan, 1997). From these studies, preparation appears to be 
effective in reducing the negative effects of relocation, including mortality, and site visits 
to the new environment are particularly helpful. However, in many of the studies the 
intervention groups and “control” groups are not directly comparable. For example, the 
groups are self-selected or comparisons are made with earlier time periods when there 
was no preparation, but when there may have been other differences too. Furthermore, 
studies usually involve mixed populations from a hospital or nursing home and give few
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details of the mental or physical health of the participants.
Facilitating adjustment
Clinical approaches to facilitate adjustment to relocation should initially help the person 
grieve their losses (loss of their previous home and often loss of health) and learn about 
their ne’w environment and later support attempts to problem solve and find meaning in 
the new situation (Brooke, 1989b). Specific interventions may include the provision of 
environmental resources, challenging distorted cognitive appraisals and understanding 
and enhancing the person’s own coping strategies, involving the family and significant 
others where appropriate (Oleson and Shadick, 1986). Nursing home residents who have 
reached the final, stabilisation phase of adjustment may be able to play a role in helping 
new residents (Patterson, 1995).
Interventions to aid adjustment in nursing home residents have only been evaluated in a 
few studies: Dye and Erber (1981) looked at a group counselling approach. They selected 
52 newly admitted residents to a nursing home and randomly assigned them to a resident 
counselling group (with residents only), a family counselling group (with residents and 
family members) or a control group. (These residents had some cognitive impairment - 
their mean Mental Status Questionnaire Score was 5.7). The residents in the counselling 
groups received seven sessions over a three and a half week period. Immediately after 
treatment, residents appeared to benefit from the counselling in terms of greater feeling 
of internal control and possibly reduction in anxiety compared with a control group, 
although the fact that they improved on Trait anxiety (from the Spielberger State-Trait 
Anxiety Inventory) and not State anxiety makes this finding difficult to interpret. Six 
months after baseline, however, the individuals from the residents’ counselling group 
were significantly more agitated than the control group (although this result is affected 
by a significant drop out rate). This is a carefully controlled study and the improvements 
in locus of control in the treatment groups is an encouraging finding. However, it would 
be useful to study the effects of a longer-term intervention.
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Moran and Gatz (1987) looked at the effect of group therapy (either task-orientated or 
insight-orientated) for seventy-five minute sessions over a twelve week period, in forty- 
one nursing home residents, (with a fiirther eighteen in a control group). Residents were 
chosen if they were mobile and able to hold a conversation. Residents in both of the 
treatment groups improved their scores on a measure of internal locus of control, as 
compared with the control group. The residents in the task-orientated group also 
increased their scores on a measure of life satisfaction and those in the insight-orientated 
group increased their scores on a measure of interpersonal trust.
Scharlach (1988) looked at peer counselling training as a way of providing support to 
people relocating to a nursing home. Fifteen of the most socially able residents of a 
nursing home received eight one-hour training sessions and offered peer support to fifteen 
newly admitted residents over a two month period. The residents who received peer 
counselling improved on two measures of social functioning, when compared to a control 
group. This is a small scale study and relied heavily on residents whose functioning was 
at a sufficiently high level either to provide support or to receive it - there were other 
residents in the home who were too severely impaired to benefit from such an approach. 
However, it is certainly an innovative method of providing support for at least a 
proportion of residents relocating to a nursing home.
Dementia and relocation
Findings from the general population that health is one the of the most crucial variables 
in adjustment to relocation and that home has importance as a source of permanence and 
continuity suggest that people with dementia will be the most vulnerable to the negative 
effects of relocation. In some studies concerning people with dementia, relocation appears 
to have led to depression, poorer functioning or even increased mortality (Anthony, 
Proctor, Silverman and Murphy 1987; Csank and Zweig, 1980; Dehlin, 1990; Robertson, 
Warrington and Eagles, 1993) but in others studies where there has been a move to a 
better environment, fimctional ability has improved (Harwood and Ebrahim, 1992; Sabin 
and Morrison 1996). However, studies have varied on many factors - the degree of change
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between the old and new environment and the type and duration of preparation and 
assistance with adjustment after the move and few have specified precise details of the 
participants, in particular the severity of dementia.
There is some evidence that people with mild to moderate dementia are the most 
vulnerable to the effects of stress such as relocation (Pruchno and Resch, 1988; Mirotznik 
1995; Orrell and Bebbington, 1998). Pruchno and Resch suggested people within this 
group are the most highly dependent on environmental cues.
Csank and Zweig have questioned whether people with dementia can benefit from 
preparation because of their limited ability to conceptualise the future. Dickinson (1996) 
looked at the ability of patients with dementia to retain information about relocation which 
they were given repeatedly over the course of a week. These patients had a mean 
Information-Orientation score (from the Clifton Assessment Procedure for the Elderly) 
of 5.3 suggesting moderate to marked impairment, but there was a wide range of cognitive 
ability, with individual scores ranging from 1 to 12. At the end of the preparation week, 
seven residents recalled that they had been informed about the move and five knew their 
destination. The two residents in the severely impaired range were not able to recall 
information about closure or destination, but three residents in the marked impairment 
range could recall being informed of the transfer and two recalled the destination. All but 
the severely demented residents expressed feelings about the move. Dickinson concluded 
that even residents with a “substantial degree of memory deficit” were able to retain basic 
information preparing them for the move and express their feelings and concerns. 
Dickinson’s study did not include the post-relocation period and thus there is no 
information about how the effectiveness of the preparation.
Future studies of dementia and relocation should include precise details of the participants’ 
diagnosis and cognitive status and evaluate the different elements of support programmes 
both before and after the move, looking at which elements are most effective for each 
stage of dementia.
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Conclusions
Demographic studies suggest that people tend to relocate less frequently in later life than 
when they are younger but moves which do occur at this stage are often prompted by 
retirement, death of a spouse or loss of health. Issues of maintenance costs, a person’s 
competence in their home environment and association of the home with family tradition 
and past memories are important in understanding the meaning of home for older people. 
Social class and income group and whether one rents or owns one’s home will affect how 
frequently a person moves and how they feel about their home and possessions. Control 
and choice are crucial variables in predicting adjustment to relocation, but personal 
characteristics particularly personal health and social support, preparation and the degree 
of environmental changes are also very important. Older people moving to sheltered 
accommodation appear to use a cognitive restructuring process to adapt to the losses of 
privacy and independence. Adjustment to a nursing home is much more difficult because 
of the greater losses involved. There have been a few promising studies of clinical 
interventions to help older people adjust to relocation to an institution, but these have 
been mainly with the more able residents.
When looking at the relocation literature it must be borne in mind that findings about 
migration trends in older people are based largely on American populations and may not 
apply to other cultures. Studies of adjustment to relocation are often confounded by the 
facts that such variables as health are often ascertained by self-report and people may be 
unwilling to admit to interviewers any dissatisfaction with their new home. Drawing 
conclusions from studies of preparation is difficult because of the lack of well matched 
comparison groups of people who did not relocate. Studies involving nursing home 
populations tend to lack sufficient detail of the participants’ mental and physical health. 
From a clinical perspective, two areas require much further research: The first is looking 
at ways to give people who are in poor health and moving to a nursing home, more 
control and choice over the decision. The second is to look at interventions for 
preparation and adjustment in people with dementia, taking into account the stage of 
dementia.
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ABSTRACT
A patient series design was used to explore responses to a support group in eight people 
with dementia, (aged 67 to 75) who were living in the community. Four of the 
participants were taking the anti-dementia drug Aricept. The aims were: 1. To see to 
what extent the participants used denial as a way of coping with their illness and whether 
this affected the benefit that they received from the group. 2. To find out what 
participants were able to recall from the group and what they saw as the most helpful 
aspect. Data was collected at five points in time and included information about the 
participants’ perceptions of their memory loss, their social support, expectations of the 
group, mood and coping responses, the group process and the participants’ and 
caregivers’ evaluation of the group. The results suggest that the participants varied in the 
degree to which they used denial to deal with their memory loss, but they all received 
some benefit from the group except one person who had a strongly independent 
personality. No significant changes were found in coping responses or mood with the 
group, but there was a trend towards a reduction in depression and caregivers reported 
short-term benefits from the group in terms of mood. Participants recalled the atmosphere 
of the group and reported that the most helpful aspect was meeting others with, the same 
problems and sharing feelings and experiences, rather than specific techniques. 
Recommendations for future studies are made about the measurement of coping 
responses and examining the involvement of caregivers.
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COPING IN EARLY DEMENTIA: FINDINGS OF A NEW TYPE OF
SUPPORT GROUP 
INTRODUCTION 
Background
The recent growth of memory clinics, improved assessment techniques and research into 
drugs to reduce cognitive impairment has lead to earlier diagnosis of Alzheimer’s disease 
and other types of dementia. However, at present very little is known about how people 
with early dementia cope with such a devastating illness, what they wish to know about 
their diagnosis and what kind of information and support is helpful to them (Pinner, 
2000).
In other illnesses, one way to provide support and information is through mutual support 
groups, these can be a way of dealing with the feelings of isolation which may result 
from the illness, as well as a source of information and ways of coping. “Universality” 
(the feeling that one is not alone) is a very important part of any therapy group, as well 
as the opportunity for vicarious learning, catharsis, improving knowledge and altruism - 
helping others can boost self-esteem (Yalom, 1985). Support groups have already been 
used extensively in the field of dementia with caregivers and can provide social support, 
coping skills and reduce stress and depression levels (Cuijpers, 1997).
However, in the case of dementia, questions arise about whether this kind of social 
support is appropriate when there is a deteriorating neurological condition, recall is 
impaired and people may not want to face the implications of their illness. In the past, the 
emphasis in dementia has been very much on the neurological deterioration, but in the 
last 35 years, researchers and clinicians have started to look beyond this, to the emotional 
experience of dementia and the effect of social factors. The two main pioneers in this 
field. Fell (1989) and Kitwood (1989) have suggested that social factors have a very 
important role to play in determining how a person copes with dementia and in
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combination with organic factors, may even play a role in the development of the 
condition. As a result of this increased awareness of the value of social interventions with 
people with dementia, a number of individual and group approaches have been 
developed including support groups.
Feil (1989) and Kitwood (1990) also looked at how individuals with dementia may differ 
in their response to social support. Feil suggested that how a person responds to social 
support depends on whether they have early-onset or late-onset dementia and their stage 
of dementia, while Kitwood emphasised individual differences in response arising from 
previous personality. One of the main individual differences which they described is the 
extent to which denial is used as a coping response. This raises questions about the 
selection of people likely to benefit from a support group and about the interventions 
which should be used.
Support groups usually aim both to give information and to facilitate mutual support. 
However, giving information about the illness may be unwelcome to those who use 
denial as a way of coping and any kind of information given in the group may not be 
retained due to the participants’ memory impairment.
Finally, the methodological difficulties in evaluating therapies for people with dementia 
are immense and previous support groups have tended to use very basic methods such as 
an analysis of the themes which emerged in the group (Snyder et al, 1995) or a simple 
questionnaire given to the participants (Peach and Duff, 1991; Labarge and Trtanj 1995). 
There has been one small controlled study using some quantitative measures but these 
failed to give any significant results, despite the large amount of interview data 
suggesting that the group was very beneficial (Yale, 1995). Yale, concluded that it is 
difficult to find quantitative measures which are sufficiently sensitive to identify the small 
changes which might occur in a group therapy for dementia. It may be that only by 
looking at experience of individuals within the support group that one can start to identify 
the changes which might take place.
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Thus the current study was carried out to look at the following questions:
1. How do individuals with dementia respond to a support group. Are there 
differences between individuals in coping styles - in terms of denial/openness and 
does this affect their response to the group?
2. For the group as a whole, what is beneficial? What are the most helpful aspects 
and what can people recall from the group?
Overview of the introduction
This introduction will consider:
1) the main models which address the social and psychological aspects of dementia, 
including the role of social support and individual differences in reactions to dementia. 
The implications of these models for the process of support groups will be outlined.
2) the question of whether denial is an adaptive coping response - from the main models 
described in the first section, denial emerges as the main coping response to dementia. 
It is therefore important to consider whether it is adaptive and how it should be dealt with 
in the group.
3) whether people with impaired recall can benefit from a support group.
4) the literature on support groups - the main findings of these studies and specific issues 
which arise in planning these groups: selection of group members; open vs closed groups 
and the involvement of caregivers.
Conclusions will be drawn about how to design and evaluate a support group for people 
with dementia and the rationale for the present study will be presented.
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1. Social and psychological models of dementia
Validation theory - the work of Naomi Feil
Naomi Feil in her work on the validation method from the nineteen sixties onwards was 
one of the first writers to look beyond the cognitive deficits to the emotional needs of the 
person with dementia (Feil, 1967). Fell’s work was influenced by both Rogerian and 
psychoanalytic theory and for the first time suggested that the subjective experience of 
the confused person was of paramount importance (Morton, 1997). Feil (1992b) defined 
validation therapy as "(1) a way of categorising the behaviours that are exhibited by the 
disorientated elderly into four discrete and progressive stages, (2) a method for 
communication (verbally and nonverbally) with people in each stage, that is and (3) a 
theory of late-onset disorientation in elders who have led relatively normal lives into their 
seventh and eighth decades.” Validation therapy is about empathising with the feelings 
of a disorientated person and acknowledging the meaning behind their communication 
with the aim of helping the person to resolve emotional issues from their earlier life.
Feil (1989,1992a, 1992b, 1993) made a distinction between early-onset Alzheimer’s 
disease (in people aged 45 to 80) and those with late-onset dementia (at the age of 75 or 
older). She believed that early onset dementia results from neuropathological changes 
(the development of neurofibrillary plaques and tangles) beyond that which is normal for 
the person’s age. A person with early-onset dementia does not have the sensory and social 
losses of an older person. They do not want to withdraw from reality, but wish to 
maintain their social roles and keep control over their life, but cannot do this because of 
the severe damage to their brain. In the late-onset group however, most people will have 
some neuropathological changes due to ageing, but only some will become disorientated. 
These will be the people who are unable to cope with present reality because numerous 
losses have made it too painful for them or because they have unresolved issues from the 
past. The confusion is thus due to an accumulation of physical and social losses, a 
tendency to deny painful losses and the inability to resolve conflicts from the past .These 
people withdraw from reality and into the past to avoid their present situation and
97
feelings that they are useless and alone.
Feil believed that it was the “disorientated old old” people, with unresolved issues from 
the past and inability to cope with present losses who would most benefit fi*om validation. 
However, she suggested that people with early onset dementia might gain some transitory 
benefit from validation techniques such as touch, mirroring, music, movement, 
participation in a validation group (Feil 1989; 1991; 1992a; 1993) For example, in 1993, 
she said:
“Validation is marginally effective with people with early-onset Alzheimer’s 
disease...Certain techniques may result in short-term benefits. Adults with early onset 
Alzheimer’s disease often respond to music, mirroring and occasionally touch ” (The 
Validation Breakthrough, 1993, page 117).
It is also clear from Fell’s descriptions of people with early-onset Alzheimer’s disease - 
she characterised them as being prone to withdrawal and violence and with blank, 
unfocused expressions (1992a), that she is mainly referring to these people in the later 
stages of their illness. There is very little in her writings about people with younger-onset 
Alzheimer’s disease in the early stages of their illness except that they become frustrated 
when they are aware of their cognitive losses (1989) and may benefit from a validation 
group nurtured by protective “old-old” group members (1991). However, her daughter 
has also said that the distinction between the late-onset dementia and earlier dementia 
needs further research and it is worth trying any techniques with early-onset dementia to 
see if they are beneficial (de Clerk Rubin, 1994).
Feil (1989,1992a, 1992b, 1993) devised a four stage model to describe the behaviour of 
people with late-onset dementia. In the first stage “malorientation”, the person is still 
trying to maintain control and stay in touch with reality. They conform to social rules, 
but deny their cognitive losses and blame others or make up experiences to cover up gaps 
in their memory. In the second stage, “time confusion”, the physical and social losses 
accumulate to the point that the person can no longer hold on to reality and they become 
unable to distinguish the present from the past. An event in the present will trigger a
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memory from the past, for example they will mistake one of their careworkers with a 
friend from the past because of some aspect of the careworker’s appearance is similar to 
that of their friend. The person’s speech becomes slower, they shuffle when walking and 
become incontinent. In stage three, “repetitive motion”, the person retreats to pre­
language movement. Body movements are used to recreate reassuring memories from 
the past, for example being rocked by their mother or carrying out movements associated 
with their past occupation. They become doubly incontinent and are unaware of this. In 
the fourth and final stage, “vegetation”, the person loses awareness of their body and 
becomes almost totally immobile.
Feil believed that using a validation approach could enable a person to resolve issues 
from their past, reduce their anxiety, improve their communication and functioning and 
stop them from retreating inward. In this way, they could be prevented from moving to 
the next stage (Feil, 1992a, 1992b).
Feil described different validation techniques for each stage, using the sensory and 
cognitive abilities and ways of coping which are present at each stage: In the first stage, 
when people are able to maintain contact with the present and still have good language 
skills (and when they are most likely to attend a support group), Feil suggested that it is 
important to encourage them to express their feelings, to listen to them with empathy, to 
ask non-threatening questions to build up trust and to be non-judgmental. As they still 
have a sense of past and present, reminiscence techniques with some factual contact can 
be useful and may provide information about how they have coped in the past (Feil, 
1992b). Feil believed that validation at this stage should be one-to-one and groups dealing 
with emotion were not helpful because people in this stage tended to cope by denying 
their losses and could easily feel defensive and threatened in a group. However she 
suggested that a person who was able to express past conflicts in a trusted one to one 
relationship could function well in a group with “oriented old-old in a group” (Feil, 
1989).
Feil (1992b) suggested that the work of Miesen provides evidence for validation therapy
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because it explains why the past does play a major role in the emotional life of people 
with dementia. Miesen applied his theories to people with Alzheimer’s dementia 
occurring over the age of 65 and suggested that incoming information is stored in 
memory as “imprints” and that as people age fewer imprints of new information are 
made. In the case of dementia, the person eventually gets to the point when no new 
imprints are made at all and so past memories play a very important role in determining 
the behaviour of a person with dementia (Miesen, 1999). Drawing on Bowlby’s theory 
of attachment, Miesen (1992,1993) found evidence for his theory by demonstrating the 
important role that memories of deceased parents play for people with cognitive 
impairment.
In applying Feil’s work to a support group for people with dementia, it must be borne in 
mind that it is more to relevant to people with late-onset dementia, than those with 
dementia with an onset before the age of 75. However many of her ideas and techniques 
may be useful in structuring a group with younger people with dementia: Her validation 
approach emphasises the importance of encouraging participants to express their 
emotions, listening to them empathically and validating their experiences and feelings. 
Her work also suggests the use of reminiscence techniques to look at how group 
members have coped in the past and reducing anxiety and building up trust by asking 
non-threatening questions and being non-judgmental - not confronting people who deny 
their loss of ability.
The person-centred approach - the work of Tom Kitwood
Kitwood (1989,1990) has also been very influential in helping people to understand the 
emotional reactions of a person experiencing dementia. He credited Naomi Feil with 
being “the first to urge upon the world the need to take seriously those who suffer from 
confusion in old age” and supports validation as an approach. (Kitwood 1994). His own 
work was heavily influenced by social psychology and psychotherapy and counselling 
approaches (Kitwood, 1997) and he placed heavy emphasis on the individual and their 
previous personality. He did not distinguish between early onset Alzheimer’s disease and
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dementia in very late life and drawing on neuropathological studies of dementia, 
suggested that there is not a simple relationship between organic change and the degree 
of cognitive impairment manifest in behaviour. Thus he viewed dementia as resulting 
from a combination of social, psychological causes and organic processes - the extent to 
which these factors play a role will vary from one person with dementia to another 
(Kitwood, 1997).
Kitwood (1994) believed that it is very unlikely that people with dementia are engaged 
in trying to resolve issues from the past. Instead he believed that the actions of a person 
with dementia are more likely to be attempts to deal with present issues using well learnt 
behaviour from the past. For example if a patient with dementia attacks a careworker, 
Kitwood believed that this is more likely to be a result of frustration at being rushed or 
infantilised by the careworker than a result of earlier life conflicts.
Kitwood’s model emphasised the importance of individual differences: He proposed that 
the way that a person copes with dementia (and in the case of pseudo-dementia, even the 
propensity to develop it) depends on their personality, critical life events and their current 
social environment. In his book “Dementia Reconsidered” (1997), he described how 
the different personality types might cope with dementia. He suggested that some people 
may be willing to seek and accept comfort and support, while others, particularly those 
of an independent and obsessional personality, may have strong defences against 
recognition and acceptance. Those of a passive and anxious disposition may be prone to 
apathy and despair. In this book, Kitwood also proposed that only a very few people will 
be able to face the onset of dementia without high defences and for them the experience 
will be “relatively benign”. People with a low level of insight who experience dementia 
will tend to blame those around them when things go wrong or experience delusions. 
Those with a high level of awareness will remain open to what is happening to them, 
without evasion or blame.
In order to help people with dementia, Kitwood advocated high quality interactions 
between the person with dementia and their caregiver based on the person-centred
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approach. This entails understanding the subjective experience of each individual and 
facilitating his/her expression of a range of emotions, choices, creativity, ability to 
influence their environment and his/her desire to help others. Kitwood (1997) described 
twelve types of specific person-centred interaction. These are shown, together with the 
way in which they could be incorporated into a group:
• Recognition - both verbal and non-verbal behaviour which acknowledge 
and affirm a person. Warmly greet the participant when they arrive and 
asking them something about him/herself.
• Negotiation - enabling a person to make choices and take some control. 
Good negotiation will also adapt to the difficulty in handling information 
and making decisions which may be present in dementia. Encourage the 
participants to make choices about how the group is run.
• Collaboration - involving the person in a task or activity so that they are 
sharing and contributing rather than simply being a passive recipient. 
Work together on joint tasks such as making a list of memory aids on the 
fiip-chart.
• Play - an activity which encourages creativity and spontaneity and has 
value in itself rather than being goal-directed. Encourage participants 
when they spontaneously quote poetry, sing or tell jokes
• Timalation - interaction based on sensory experience such as touch or 
smell which does not require conceptual understanding. Use touch for 
comfort and reassurance when appropriate.
• Celebration - jointly experiencing with the person a moment which is 
intrinsically happy. Encourage laughter in the group when appropriate.
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• Relaxation - Kitwood suggested that some people with dementia may 
only be able to relax in the presence of others or only with bodily contact. 
Encourage this both directly through relaxation exercises and indirectly 
by the friendly, informal atmosphere created in the group.
• Validation - using empathy to acknowledge an emotion and the intensity 
of this emotion in the subjective experience of another person. Encourage 
expression of emotions and match the intensity of the emotion in the 
empathie response.
• Holding - to provide a safe psychological space in which someone can 
deal with strong emotions and conflicts. Encourage participants to express 
a range of emotions, listen to these and acknowledge them without 
judgement or negative reactions.
• Facilitation - to enable an action from another person, helping them to 
initiate an action or helping with the parts of the action they are unable to 
do themselves. Help people in the group in supporting others.
Finally, Kitwood described two types of interaction - creation and giving, in which the 
person with dementia rather than the caregiver takes the lead.
Kitwood (1990,1997) also described a process which he called “malignant social 
psychology” by which negative types of social interaction depersonalise those with 
dementia and add to their disabilities. He defined these social interactions as follows:
• Treachery - obtaining compliance by some form of deception.
• Disempowerment - preventing a person from using the abilities she/he has 
or failing to help them with an action they have initiated.
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• Intimidation - using threats or physical violence to frighten a person.
• Labelling - putting a person with dementia in a category such as “organic 
disorder” and using this to explain their behaviour or determine an 
interaction with them.
Stigmatisation - treating the person as an outcast because of their disease.
Outpacing - talking or doing things too fast for the person with dementia 
to cope with.
Invalidating - not acknowledging the person’s subjective experience and 
emotions.
• Objectification - treating the person as an object rather than as a human 
being.
Ignoring - behaving as though the person is not present.
Imposition - forcing a person to do something without taking into account 
their own wishes.
• Withholding - refusing to meet a person’s need.
Accusation - unfairly blaming the person for behaviour which arises from 
the lack of ability or understanding.
Disruption - interrupting a thought or activity of a person so that their 
attention is broken.
• Mockery - humiliating the person by making fun of their “strange”
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behaviour or speech.
• Disparagement - making negative remarks about a person or their 
behaviour which devalues them or lowers their self-esteem.
It is important for group leaders to be aware of Kitwood’s examples of “malignant social 
psychology” so that they ensure that they do not occur in the group. For example, positive 
attempts can be made not to “outpace” the participants by repeating all material as 
frequently as necessary and recording it on a flip-chart or handout. Language used in the 
group should be chosen to avoid stigmatisation, for example, using the term ‘older 
people’ rather than ‘the elderly’ and avoiding words such as “demented” or “senile”.
Bender and Cheston’s model of the subjective experiences of dementia
Bender and Cheston (1997) and Cheston and Bender (1999) described the main 
emotional reactions to dementia as grief, anxiety, depression and despair. The processes 
involved in adaptation, they defined as “denial or lack of insight, living in the past, 
attachment, apathy and withdrawal, avoidance, fantasy and blaming others”. They 
suggested that the extent to which people will express their emotions depends both on 
their level of cognitive fimctioning and their social context. Thus they see denial and lack 
of awareness, not as fixed entities in a particular individual, but more as responses to the 
situation in which they find themself. If the people around them behave empathically, 
they may feel safe and able to acknowledge their losses.
Cheston and Bender (1999) also suggested that there are different degrees of denial: 
complete denial of all problems, acknowledging the problem but not the cause or 
implications, for example seeing the memory problem as part of normal ageing or not 
accepting help and finally accepting the problem intellectually but not emotionally.
As with Feil’s model they emphasised the importance of past memories and suggest the 
coping response “living in the past” may be a means of establishing a different.
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cognitively intact, identity and also as a way of exploring and making sense of their 
current situation drawing on past experience.
The implications of Bender and Cheston’s model for a support group for people with 
dementia are that if a safe, empathie environment is created, people may be able to 
acknowledge their losses. Within a group setting, sharing stories about the past can be 
useful for creating an identity for an individual, can help them to make sense of current 
experiences by relating them to the past, enhance their self-esteem and also create a 
shared identity within the group. However, this approach has to be handled sensitively 
as for some people past memories are a source of pleasure and self-esteem and a way of 
making sense of the present, but for others they can be a painful reminder of their many 
losses. (Individual difference in attitudes to reminiscence was documented by Coleman, 
1986).
KoAdy and Gilliard’s model of the earlv experience of Alzheimer’s disease
Keady and Gilliard (1997) based their model on interviews with fifteen people with mild 
dementia. (They used DSM-IV and ICD-10 criteria for mild dementia: “The decline in 
cognitive abilities caused impaired performance in daily living, but not to a degree that 
makes the individual dependent on others. Complicated daily tasks or recreational 
activities cannot be undertaken” although they acknowledged the difficulty of defining 
the different stages of dementia).
In their study, Keady and Gilliard found that in the early stages, coping responses 
involving some degree of denial such as discounting and normalising events were used - 
trying to ignore the memory loss or seeing it as a normal part of getting older. Once the 
person had accepted that something was wrong, they started to confront reality or “take 
stock” as Keady and Gilliard described it. “Taking stock” included three tactics. The first 
of these they called “closing down”. This is a protective response allowing the person 
the time to adjust to their new found reality and space to re-frame existing events. They 
try and rely on their own abilities as much as possible, without confiding in anyone else
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and withdraw from difficult or unfamiliar situations. Keady and Gilliard also described 
this as a phase of mourning, in which the person is saying good-bye to their previous self 
and accepting that things are not going to return to normal. The second tactic is 
“regrouping” - trying to prepare for the future and the final tactic, “covering your tracks” 
includes responses aimed at exerting control over the effects of the disease and trying to 
maintain a sense of mastery for as long as possible. By this stage, the person with 
dementia may have shared their fears about their memory with one close family member. 
This may be prompted by the family member confronting them about their unusual 
behaviour or seeking professional help on their behalf. None of the people with dementia 
tried to seek help outside the family themself. However, a great deal of covering up will 
still occur at this stage to hide the extent of the problem from the person close to them 
and to hide it from other people.
As the illness progresses, maintaining a sense of mastery and concealing the memory loss 
becomes increasingly difficult and so the person starts to rely more and more on the 
support of the people close to them.
From their study, Keady and Gilliard concluded that health professionals have a role in 
providing emotional as well as practical support and they reported that seven of the 
fifteen participants wanted the opportunity to share their feelings with other people going 
through the same experiences - suggesting the need for support groups.
Models of loss in dementia
Models of loss in dementia have been devised which are similar to those used in 
bereavement and terminal illness and include denial in the early stages (Cohen, Kennedy 
and Eisdorfer, 1984; Solomon and Szwarbo, 1992). In a support group, it is important 
to understanding and acknowledge the losses in dementia and the different emotional 
reactions to these.
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2. Is denial an adaptive coping response?
The models described above suggest that how a person copes with dementia may depend 
on whether they have early- or late-onset dementia; their stage of dementia; their previous 
personality and the kind of social support which they receive. In all the models, denial 
plays a major role in coping. In planning a support group, it is important to understand 
the specific issues involved in coping with an illness such as dementia and to look at 
whether denial is adaptive and therefore how it should be dealt with in the group.
Moos and Schaefer (1986) from their many studies of coping responses have suggested 
that there are five major sets of adaptive tasks when facing a severe illness or crisis:
Major sets of adaptive tasks
1. Establish the meaning and understand the personal significance of the situation.
2. Confront reality and respond to the requirements of the external situation.
3. Sustain relationships with family members and friends as well as with other 
individuals who may be helpful in resolving the crisis and its aftermath.
4. Maintain a reasonable emotional balance by managing upsetting feelings aroused 
by the situation.
5. Preserve a satisfactory self-image and maintain a sense of competence and 
mastery.
Thus Moos and Schaefer included confronting reality as being an important adaptive 
response, as well as dealing with the emotions aroused by the situation, maintaining 
relationships and preserving self-esteem. Lazarus and Folkman (1984) however, in their 
extensive work on coping responses emphasised adaptational outcomes rather than tasks 
and suggested that these are maintaining work, and social functioning, morale and life 
satisfaction and somatic health.
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They have considered the question of whether some coping responses are more adaptive 
than others, looking specifically at the case of denial. They suggested that “no strategy 
should be labelled as inherently good or bad”: “When there is no direct action that is 
relevant, denial and denial-like processes contain the potential for alleviating distress 
without altering functioning or producing additional harm”. They criticised the 
psychoanalytic view of denial, that it is maladaptive because the person has to be 
constantly on their guard for disconfirmatory evidence, as difficult to test empirically. 
They accepted that denial is maladaptive if it prevents someone seeking appropriate help, 
but suggested that there are a range of types of denial and it is possible for someone to 
respond to certain aspects of the situation, for example adhere to their treatment plan, but 
ignore other aspects, for example the seriousness of their illness. They also suggested, 
using studies of coping in physical illness, that denial may be helpful at certain stages of 
an illness or in certain situations such as those which are chronically uncontrollable 
(Lazarus and Folkman, 1984). Research looking at whether denial is adaptive in terms 
of somatic outcomes, also suggests that this depends on the individual situation (Steptoe, 
1991).
Thus in certain stages of dementia or in situations which due to the illness seem 
uncontrollable, denial might be an effective strategy for alleviating distress. Bahro, Silber 
and Sunderland (1995) suggested that denial may be adaptive and therapy should be 
aimed at supporting this process to help patients’ self esteem rather than confronting them 
with their cognitive losses. From case studies of seven people with dementia, they 
found that denial was used by all but one of the patients ( not naming the illness, refusing 
to seek information about it, dissociation of affect, vagueness in discussing their 
condition and minimising the severity of their functional impairment). Bahro et al also 
acknowledged that it is difficult to be sure how much denial stems from an emotional 
process and how much from the organic impairment. Insight in people with dementia has 
been found to be related to degree of cognitive impairment but is not solely a function of 
this, thus other factors must be playing a role (Debettinges et al, 1990; Mangone et al, 
1991; McDaniel et al, 1995; Dixon, 1997).
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There have also been some studies looking at the relationship between insight/denial in 
dementia and distress: However, insight has been found to be associated with depression 
in some studies (O’Connor et al, 1990; Cottrel and Lien, 1992; Sevush and Leve, 1993), 
but not others (Verhey et al, 1993; DeBettinges et al, 1990) and the issue is further 
complicated by the fact that depression may affect the way a person with dementia 
assesses their own cognitive deficits (Mullen, 1996). Cottrel and Lien suggested that 
observations from a support group for people with dementia would be useful for looking 
at the process of denial.
Thus there is not a simple relationship between denial and mood and denial may be 
adaptive for some individuals in some situations. It therefore seem important not to 
confront people who use denial in the group and this is consistent with FeiTs view and 
as Bender and Cheston suggest, when people have built up trust and safe in the group, 
they may feel able to acknowledge their losses.
3. Can people with poor recall benefit from a support group?
Clearly, in planning the group, attention needs to be paid to the fact that people may have 
difficulty recalling the techniques put forward in the group. Research in other settings 
has suggested that the use of external memory aids and memory training exercise to 
enhance encoding and retrieval can be used effectively with people with early dementia, 
(Woods, 1996), but these have not been studied in detail in a support group setting. 
Some support groups have used behavioural and cognitive techniques - relaxation, 
cognitive restructuring and memory training exercises (Haggerty 1990, Labarge and 
Trtanj 1995) but have not reported how well these are recalled. Providing written 
information to remind people of the techniques and involving caregivers may address the 
problem to some degree. However, even if participants cannot recall all the techniques, 
they may still benefit from the group - the cognitive model of memory and emotion may 
be helpful in explaining how this can occur: Teasdale and Barnard (1993) suggested that 
emotional belief is qualitatively different from intellectual belief. In their Interacting 
Cognitive Subsystems (ICS) framework, they suggest that incoming sensory information
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encoded directly into an “implicational subsystem” which results in emotion without 
having to pass through an intellectual or “propositional” subsystem. Williams (1994) 
proposed that in dementia, the ability to create propositional representations in event 
memory may be lost, but the implicational subsystem is intact and will continue to 
generate emotional models. Therefore it is possible that experience in a supportive 
atmosphere could generate emotional memory without the person being able to 
intellectualise the content of the group.
4. The literature on support groups for people with dementia
There are very few published reports of groups which aim to help people cope in the 
early stages of dementia and those which do exist are quite diverse in type, including 
“psychotherapy groups”, “mutual support groups”and “supportive seminar groups”. 
Table 1 below summarises information from these reports:
Table 1 ; Summary of reports of support groups for people with early dementia
Authors ||||||;i|g |;6 |||;||i
group/aims
Participants Structure/content Evaluation
Greene et al, 1993 Psychotherapy. Mixed dementia 50 minute session. No formal
To create and non- dementia First 10 minutes evaluation, but
emotional climate to establish trust; author concluded
of warmth; reminiscence; that group
opportunity to participants therapy helped
ventilate feelings; encouraged to patients with
to express share feelings dementia cope
personal opinions about losses. Open with feelings of
and achieve sense group. anger and
of self. hopelessness.
I l l
Authors Type of 
group/aims
Participants Structure/content Evaluation
Haggerty, 1990 Psychotherapy. Beginning or Open-ended. No formal
To reduce middle stage of Length of sessions evaluation but
anxiety/depression dementia, not not given. author reported
and effect disruptive to Separate that participants
“cognitive group, ability to simultaneous and caregivers
restructuring”. participate support sessions expressed positive
constructively was for care-givers (it view.
prime criterion. does not say if 
they all attended). 
Information, peer 
support, 
relaxation, 
cognitive therapy, 
reminiscence.
Peach and Duff, Mutual support Alzheimer’s or Initially 4 week 5/6 of current
1991 group. related dementia. group (one and a members
Aims: to link up Acknowledgement half hour questioned using a
individuals with of memory loss; sessions), then structured
memory loss; understanding of became ongoing interview: All
provide safe implications of and open. described group
environment for diagnosis and Information, as “very helpful”
sharing feelings; ability to express discussion of and that they had
provide feelings about it; social, emotional. benefited from
information. desire to join health, practical meeting others
group. MSQ and spiritual with memory loss.
scores 4 - 7.5. issues.
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Authors Type of 
group/aims
Participants Structure/content Evaluation
Snyder at al, 1995 Supportive Diagnosis of 8 week closed During each
seminar group to Alzheimer’s or group with session group
address the needs related disorder; specific topic each leaders recorded
of individuals and “acknowledge­ week. Caregivers evaluative
their caregivers in ment of memory and participants statements made
the early stages of loss and some met separately for by participants.
Alzheimer’s degree of first hour, then Content analysis:
disease recognition that together for half positive comments
emphasising both this may be due to an hour. Topics focused on
education and Alzheimer’s included coping intervention
sharing and disease or related with memory process -
support. disorder”; ability problems, daily purposefulness.
to converse, read. living, self-esteem. gratification.
sit still; no major relationships. belonging.
psychiatric legal and financial surviving.
disorder, e.g. concerns, health.
delusions.
hallucinations.
Labarge and Support group Recent diagnosis 8 sessions with Qualitative
Trtanj, 1995 “Project Esteem”. of dementia and participants and evaluation of
Aim “to provide awareness of the caregivers notes written by
opportunities to illness by meeting group facilitators
share thoughts participant. separately. after each session.
and feelings with ability to Information and 9 participants
peers and participate in a demonstrations given orally
professionals and group and about lost and administered
to have fun”. participant and intact memory questionnaire.
family member functions for first 86% of questions
committed to two sessions, then answered in a
attending all each session positive direction.
sessions. started with 
question “tell us 
one good thing 
and/or one bad 
thing that 
happened to you 
since we met last 
time”. Closed 
group.
Meeting other 
people was given 
most frequently 
as most helpful 
aspect.
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Authors Type of 
group/aims
Participants Structure/content Evaluation
Yale (1995) Support group for 
patients newly 
diagnosed with 
Alzheimer’s 
disease offering 
education and 
support.
Diagnosis of 
probable or 
possible 
Alzheimer’s 
disease most 
recently evaluated 
within the 
previous two 
years; no other 
significant 
medical or 
psychiatric 
diagnosis; told by 
physician or 
family member 
that they probably 
had Alzheimer’s 
disease, at least 
occasionally 
acknowledged 
their memory loss, 
could potentially 
communicate their 
feelings and 
experiences about 
their illness; 
willing and able to 
give informed 
consent to 
participate in the 
study; had a 
family caregiver 
who was willing 
to be involved in 
study.
8 weekly sessions 
of one and a half 
hours. Caregivers 
attended the last 
session. Topics 
suggested by 
facilitator initially 
but later by 
participants. 
These included 
diagnosis of 
Alzheimer’s 
disease; stigma; 
changes in 
lifestyle and 
abilities; driving; 
dependency; 
relationships; 
preparing for 
future.
Closed group.
13 participants 
completed study - 
7 in treatment 
group and 6 in 
control group. 
Formal measures 
of mood and 
cognitive status 
given; interviews; 
documentation of 
group sessions; 
evaluation by 
participants. No 
changes on formal 
measures found, 
but participants 
and caregivers 
positively 
evaluated the 
group and 
participants from 
the support group 
were more likely 
to be open about 
their diagnosis 
and their 
problems than 
participants from 
the control group.
Selection for the group
As table 1, above shows the main selection criteria for the support groups in the literature
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were the ability to participate constructively in the group (such as the ability to express 
feelings and commitment to attending a group) and some degree of insight into the 
illness: “acknowledgement of memory loss and understanding of the implications of 
diagnosis” (Peach and Duff, 1991); “acknowledgement of memory loss and some 
recognition that this may be due to Alzheimer’s disease or a related disorder” (Snyder et 
al, 1995); “a recent diagnosis of dementia and awareness of the illness by the participant” 
(Labarge and Trtanj 1995) and that the participant is “at least occasionally acknowledged 
their memory loss” (Yale 1995).
The second important criterion is the degree of cognitive impairment. The participants 
are described as being in the early or early to middle stages of Alzheimer’s disease or 
other related dementia and some studies emphasised specific cognitive test scores (these 
were 18 to 24 on the Mini-Mental State Examination in Yale’ study and 4 to 7.5 on the 
Abbreviated Mental Status Questionnaire in Peach and Duffs study). Other studies relied 
more on social and conversational skills (Snyder 1995; Labarge and Trtanj 1995) , 
although Snyder suggested a score of 20 or above on the Mini-Mental State Examination 
as a rough guide.
Other criteria used were no major psychiatric disorder such as hallucinations or delusions 
(Snyder et al, 1995) and no significant medical or psychiatric condition other than 
dementia (Yale 1995). Snyder also mentioned the ability to read and to sit still throughout 
the duration of the group.
Thus cognitive status is important in grouping people of a similar level and tailoring 
activities to meet their abilities, but it is also important to take into account the person’s 
ability to participate in the group, which will depend on personality, insight and social 
skills.
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Group process 
Content
Reports of the support groups have described the main issues which emerged in the 
group as loss of abilities (such as driving), negative reactions from others and the impact 
of memory loss on relationships and dependancy, other health issues which add to the 
memory loss such as poor hearing and the benefits of the group. The causes of 
Alzheimer’s disease, current research and preparing for the future were discussed in 
some groups, (Peach and Duff, 1991; Labarge and Trtanj 1995; Yale, 1995), although 
people did not want information about the later stages of the disease (Labarge and Tranj) 
and there was evidence of denial of the disease (Snyder et al, 1995; Yale 1995) .
A range of emotions were described in the reports of the groups including sadness, anger, 
grief, insecurity. Humour and laughter appear to be important in the group - “it seems 
that maintaining a sense of humour and having the ability to laugh at themselves is 
important”(Peach and Duff, 1991). There was evidence of group cohesiveness with the 
more vocal group members eliciting comments from the quieter group members (Snyder 
at al, 1995).
The most beneficial aspect of the group appeared to be the mutual support (Peach and 
Duff, 1991; Labarge and Trtanj 1995; Yale 1995). Peach and Duff concluded 
“Participation reduces one’s sense of being alone in the world. For many it is only in this 
support that they really feel understood”. In their evaluation, there was also some mention 
of practical help “I’ve benefited memory wise. Now put group times on the calendar and 
therefore use the calendar”. In Yale’s study, the participants reported feeling more 
positive as a result of the interviews carried out before the group, because something was 
being done to help them, as well as from the group itself.
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bl Open versus closed groups
As well as looking at the content of the group, the structure of the group needs to be 
considered. In the literature review of dementia support groups, there are examples of 
both open and closed groups: Synder et al (1995), Labarge and Tranj (1995) and Yale 
(1995) studies concerned closed groups, Haggerty (1990) and Peach and Duff (1991) 
described an open group. The advantages of an open group are that people can join at any 
time without waiting for the next group to start and can stay as many weeks as they wish 
(or until their condition deteriorates too far for them to participate). The disadvantage is 
that new people have to integrate themselves into a group in which people already know 
each other and depending on how long people stay in the group, there may be people at 
different stages of dementia. However, Haggerty stated that in his group, the less 
cognitively impaired members were encouraged to provide support both for new 
members and those with more cognitive impairment.(Haggerty did not say how large 
these cognitive differences were and whether these caused any difficulties). In the current 
study, it was decided to hold a closed group of eight weeks, but members were allowed 
to join the next closed group. This allowed long-term attendance at the group - providing 
support for only eight sessions in an illness such as dementia is not likely to be sufficient. 
However, finishing one group and starting a new one, allows several new people to join 
at one time. Starting the group afiresh- returning to session one, asking all the participants 
to introduce themselves again and drawing out common features of their lives - for 
example commenting on the fact that two participants come from the same part of the 
country can prevent there being any barriers between the “old” and “new” group.
cl Involvement of caregivers
Another question about the structure is whether to involve the caregivers in the group or 
have separate sessions for them. In Snyder’s study, the participants and caregivers met 
separately for an hour and together for half an hour - people talked more freely in the 
separate sessions; the joint sessions were more about “learning and reflection”. In Yale’s 
study, the caregivers attended the last session. In the current study, it was decided not to
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include the caregivers in the sessions with the participants because from previous groups, 
it was found that one of the main issues which participants wished to discuss in the group 
was their relationship with their caregiver and the fact that they were overprotective or 
lacked understanding. Keady and Gilliard’s work (Keady and Gilliard, 1997) also 
suggests that people with early dementia may wish to hide some of their problems from 
their caregivers. Participants were of course assured of confidentiality for their 
discussions within the group and it was hoped that they could talk as openly as they 
wished.
There was already a caregivers group within the service which provided information 
about dementia as well as providing support, but many of the caregivers chose not to 
attend this group while their relatives were still in the early stages of dementia and they 
did not want too much information about the future. It was therefore decided simply to 
provide a meeting for the caregivers after the completion of the eight sessions of the 
support group for the participants. The aim of this was to inform the caregiver about the 
areas covered by the group and from these, ways they could continue to support the 
participants at home.
Conclusions and rationale for the current study
In conclusion, the implications of the literature described for designing a support group 
for people with dementia are as follows: People with dementia should have the 
opportunity to share their feelings with other people going through the same experiences 
(Keady and Gilliard, 1997). They should be encouraged to express their emotions and 
should be listened to empathically. They should not be confronted if they deny their loss 
of ability (Feil 1992a). The group should aim to make each individual feel valued and 
facilitate choices, creativity, relaxation and the opportunity for group members to help 
each other (Kitwood, 1997). There should also be an opportunity for participants to talk 
about their past life, to look at how they have coped in the past and build self-esteem, as 
well create a shared identity for the group (Feil 1992b; Cheston and Bender, 1999). The
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aims of the group should be to facilitate mutual support and provide an educational 
approach (Peach and Duff, 1991; Labarge and Trtanj 1995; Snyder, 1995 and Yale 
(1995); to effect cognitive restructuring and reduce anxiety and depression (Haggerty, 
1990). It may be useful to include memory training exercises (Haggerty, 1990; Labarge 
and Trtanj 1995), but retention of these techniques from support groups has not been 
studied.
Previous studies have only used basic measures of evaluation such analysing themes 
from the group (Snyder et al, 1995), giving group members an interview or 
questionnaire (Peach and Duff, 1991; Labarge and Trtanj, 1995) or, where formal 
measures have been used, these have not been sensitive to small changes in people with 
dementia and have not looked at changes in coping (Yale, 1995). Furthermore, previous 
studies have not include a systematic account of each individual and any important 
aspects which may have affected how they responded to the group, for example, how 
open they were about their memory problems. They have also not addressed the issue of 
how much people can recall from the group and how this relates to how they might 
benefit from the group. It was therefore decided to undertake a study to look at individual 
responses to a support group for people with dementia support group, as well as 
evaluating the group as a whole. The aim was to explore the following questions:
1. How do individuals with dementia respond to a support group. Are there 
differences between individuals in coping styles and does this affect their response 
to the group?
2. For the group as a whole, a) what do participants and their caregivers see as the 
most helpful aspects of the group and what do participants recall from the group?
As some participants referred to the support groups in the author’s service were taking 
Aricept, an anti-dementia drug, it was also decided to look at whether this affected 
response to the group. In addition, data was collected about issues discussed in the group, 
group cohesion and group mood to compare with previous studies.
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To address these questions, it was decided to follow a small number of participants 
(eight) from a baseline period, through their attendance at a support group and for a short 
follow-up period. (This was short so that the participants were likely to still have some 
recall of the group). Due to the problems of measuring change in therapies in dementia, 
it was decided to collect data from a number of different sources: interview data and 
quantitative measures (which were sensitive to small changes or specific for dementia) 
from both participants and caregivers and observational data from the group recorded by 
the group leaders.
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METHOD 
Intervention
The intervention consisted of a support group of 8 weekly sessions of one hour 
duration. Two separate groups were included in the study.
Rligibilitv criteria for the group
a) early memory problems and a diagnosis of organic brain syndrome,
b) acknowledgement of memory loss and willingness to talk about it
c) willingness to attend a support group
d) good social skills
e) ability to read and write
f) orientation in time
g) ability to remain focused on one topic
h) no major psychiatric disorder such as hallucinations or delusions.
Aims of the group
1. To encourage the participants to share with each other feelings about having a 
memory problem and to gain support from each other.
2. To provide the participants with coping strategies from each other and from staff 
including advice about memory aids, anxiety management and assertiveness 
training.
Group structure and content
There were four participants in the first group (all female) and seven in the second group 
(three from the previous group, one other female and three males). The first group was
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led by a clinical psychologist (the author) and a psychology assistant; the second group 
was lead by the author and a psychology trainee (all were female).
Both groups took place from 1 lam to 12am. Participants started to arrive from quarter 
of an hour before the group and each one was greeted individually and offered tea or 
coffee. The planned content of each session is shown below. This was kept quite flexible, 
so that if material was covered quickly, some of the next session’s material was covered. 
Alternatively, if participants wanted to spend a long time or come back to a topic, then 
this topic might run into later sessions.
Session 1
Introductions; aims of the group; confidentiality rules.
Participants were told that personal information given by any other group members 
should not be mentioned outside of the group, but they could tell other people such as 
caregivers about the general content of the group.
Memory problems experienced by the participants. A simple model of memory- the idea 
of short-term memory, in to which information goes initially and which lasts a few 
seconds and long-term memory or “store”. Processing - making things “stick” in the brain 
and ways of doing this, such as writing things down (as a form of processing rather than 
just making a record for future reference) or linking new information with something 
familiar.
Session 2
Memory aids - group members encouraged to share ideas for aiding their memories such 
as diaries, calendars, timers or alarm clocks, telephone note-pads, shopping lists etc. 
Memory strategy practised in group- remembering people’s names by identifying some 
significant aspect of their appearance and finding a link between this and their name 
(Clare and Wilson, 1997).
Session 3
Dealing with social situations. Discussion of difficult social situations such as losing the 
thread in a conversation or being criticised for forgetting something. Participants helped
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to generate their own cognitive strategies (seeing the problem as a specific memory 
impairment, such as a hearing impairment and a problem which could happen to anyone 
and is not their fault) and behavioural strategies, using assertive statements to ask for help 
and request that the other person be more patient.
Session 4
Emotions associated with having a memory problem
The effect of anxiety on memory problems. Participants encouraged to think about the 
kind of situations in which they might feel anxious and think about how they would cope. 
Brief relaxation method, using muscle tensing and relaxation and breathing exercises. 
Use of a relaxation tape discussed. Other activities which are useful in reducing anxiety 
e.g a bath, a walk, music.
Session 5
Further discussion about the effect of memory problems on relationships and about 
reducing anxiety.
Session 6
Participants’ strengths - interests, hobbies, retained skills; past roles.
Session 7
Preparing for ending of the group the following week - participants told that they could 
attend the next group if they wished; review of skills and techniques learnt in the group.
Session 8
Participants’ views about the group.
Whether they wished to attend a further group - approximate date of next group. 
Goodbyes.
From the second session onward, the group started with a summary of the previous 
week’s session except for the seventh session when there was a recap of all the sessions.
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At each session the group leaders initiated a topic and the participants were encouraged 
to discuss this topic or others related to it. If participants raised topics considered by the 
group leaders to be irrelevant to the group, they were allowed to talk briefly and then 
brought back to the main topic. If a participant asked about the causes of memory loss 
or talked about fears for the future, the group leaders answered the questions honestly (for 
example describing the different causes of memory loss) and allowed the discussion to 
continue, but did not supply any further information unless asked.
All the main points made by the participants or the group leaders throughout the group 
were recorded on a flip-chart to aid recall and help people who had difficulty hearing. A 
group leader also sat next to anyone who had a severe hearing difficulty and informed 
them of what other people were saying and helped them to participate. All new 
information was put on a hand-out and given to the participants the following week (see 
Appendix E). About ten minutes was spent on the recap; forty-five minutes on the 
week’s topic and discussion from this and 5 minutes ending the group. From session 5 
onwards, 10 minutes of the discussion time was replaced with relaxation exercises.
At the end of the eight sessions for the participants, a separate meeting was held for 
caregivers, to explain the aims of the group, answer any questions and encourage the use 
of some of the techniques from the group at home. This meeting also included a general 
discussion of how to care emotionally for someone with dementia. This was based on 
Kitwood’s person-centred model and the discussion was initiated by a drawing depicting 
two ways of responding to a person with dementia who confuses her son with her 
grandson. The first way consists of correcting the person’s mistakes. The second, the 
person centred way, does not directly draw attention to the errors and includes a sentence 
aimed at improving the person’s self-esteem. (This was based on material obtained from 
the Bradford Dementia Research Group and was from their “Focus on Dementia” 
Resource Pack, 1996). The author had been running these support groups for a year prior 
to the study and thus had time to develop processes which appeared to be effective.
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Design
A patient series design (Owens, Slade and Fielding, 1989) was used to investigate how 
individuals with dementia responded to a support group. This design involves systematic 
observation to evaluate the effect of a variable, such as an intervention, with the focus 
on the individual, looking at how uncontrolled factors, such as personal characteristics 
may affect the outcome. Data relating to the target problem are usually collected before 
and after exposure to the intervention. This data is likely to be quantitative in nature so 
that improvement can be measured by comparing post-treatment and pre-treatment 
values. Pre-treatment variables such as individual characteristics or treatment variables 
are studied to see if they can predict outcome, that is response to treatment. Correlational 
methods or analysis of variance (depending on whether the pre-treatment or treatment 
variables are continuous or discrete) are used to see how the pre-treatment or treatment 
variables relate to outcome.
The patients series design has clear ecological validity, avoids the ethical problems 
associated with no treatment controls and can be useful in “model-building” (Owens, 
Slade and Fielding, 1989). It is recommended for use when new therapies are in the early 
stages of development (NHS Review of Psychotherapy Services, Department of Health, 
1996 ) and in areas such as dementia when methodological difficulties often preclude 
large, controlled studies of group therapies - it is better to achieve replication from a 
number of small studies under different conditions than to have no research evidence at 
all (Robb, Stegman and Wolanin, 1986). This design was chosen to in order to examine 
outcome from a treatment (the support group). The pre-treatment variable of interest was 
how open the person was about their memory loss and its impact on their life. Their 
response to the support group (a treatment variable) was studied and outcome from the 
group - changes in mood and coping responses and their report of what they had gained 
from the group. As it is difficult to find measures sensitive to the small changes which 
might occur in therapies for dementia (Robb et al, 1986; Yale 1995), data was collected 
from several different sources (this is described as “triangulation” by Good and 
Watts, 1989) with one piece of evidence being used to corroborate another.
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An ABA design was used with measures being taken at baseline, during the group and 
at follow-up. Eight participants were included in the study.
Participants
The participants were people diagnosed with an organic memory problem who were 
living in the community and referred to the community mental health team for older 
adults by their general practitioner.
Diagnosis of an organic memory problem was made by a doctor (either a consultant or 
clinical medical officer who was very experienced in old age psychiatry) and was based 
on a clinical interview with the participant and their caregiver; on the result of the Mini- 
Mental State Examination (Folstein, Folstein, and McHugh, 1975), blood screening and 
a CT scan. Neuropsychological testing and urinalysis were not used.
The eight participants were the eight referrals made over a six month period who met the 
criteria for the group. Four of the participants were taking the anti-dementia drug, Aricept 
during the course of the study.
Assessment measures
(All assessment forms are shown in Appendix F)
Baseline interview
The baseline interview was carried out with the participant and their caregiver in their 
own home. This included questions to see how the participant’s viewed their memory 
problems, the impact of these on their life, mood and relationships as well as other 
relevant information - their use of social support and expectations of the group. They 
were also asked about their expectations of the group. The interviews were conducted by 
a clinical psychologist, psychology assistant or clinical psychology trainee (the same staff
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who carried out the intervention). A form was used for the interviews with space to write 
answers under each question. The participant and caregiver were interviewed separately 
and their verbatim responses (abbreviated to the main words) were written directly under 
each question at the time of the interview. The interview with each person took 30 to 45 
minutes.
This information was used to construct the individual participant studies, looking at
•  how the participants described their illness and the effects on their life and 
mood -  were they open or denying (for question 1)
•  and other relevant information - their use of social support, including 
relationship with caregiver and their expectations of the group
Observation forms used during the group
Structured forms for observation of individual participants during the group were 
completed immediately after each group session by both group leaders - one filled it in 
and then the other added to it. These are based on forms used by Yale (1995) and include 
headings such as non-verbal behaviour, participation in the group, anxiety, insight and 
themes raised. The group leaders wrote relevant observations under each heading. 
Information from the individual forms was used to construct a description of the 
participant’s response to the group. This was done by looking at the forms for the eight 
weeks together and summarising any nonverbal information about mood, how well the 
individual participated in the group, the main issues which they raised and how they 
described their problems and any changes from the beginning of the group to the end.
Similar forms were also used for the group as a whole (this included a heading “group 
cohesion”) to construct a description of the main issues raised in the group; the mood 
of the group and group cohesion. It also recorded the absence of any members.
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Outcome - evaluation interviews
At follow-up, structured forms were used to collect participants’ and caregivers’ 
evaluations of the group and the interviews were carried out in the same way as at 
baseline. The aim was to see what the participants had found helpful or enjoyable, what 
they could recall, any comments made to caregivers and any effects the group had on their 
mood. The forms thus included questions about whether the participants enjoyed the 
group, whether it helped them (and if so, how), what they could recall from the group, 
whether there was anything they disliked about the group and whether they wanted to 
attend another group. The caregivers were also asked if they had noticed anything about 
the participant’s mood before or after a group session and whether the participant’s 
attendance at the group had affected them as a caregiver in any way. Information from the 
participant and caregiver was summarised to form a descriptive account of the outcome 
of the group for each individual participant, in terms of what they gained from the 
group.
Information from these interviews was also put together for the group as a whole to look 
at what participants could recall from the group and which were the most helpful 
aspects -  question 2.
Outcome - formal measures of mood and coping responses
1 ■ Hospital Anxietv and Depression Scale THADS - Zigmond and Snaith , 19831
Anxiety and depression were assessed using the HADS. This is a rating scale completed 
by the participant themselves and is sensitive to small changes. Scores on individual 
items can be summed to produce two separate scores for anxiety and depression. The 
HADS has been used before to assess anxiety and depression in people with mild to 
moderate dementia (Wands et ,1990).
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The caregivers were also asked to rate the participants anxiety and depression using the 
HADS. Similar scales - the Beck Depression Inventory and the Geriatric Depression 
Scale have been used by caregivers in this way (Logsdon and Teri, 1995 ).
The possible response “unsure” was added to each item of the caregiver’s version of the 
HADS in case there were any items on which the caregivers felt unable to give a rating. 
The scores were then pro-rated.
2. Worry Scale (La Barge. 1993)
This is a self-report scale specifically designed to assess worry in people with mild 
dementia (LaBarge, 1993). It includes 8 items on a Likert type scale, each relating to an 
emotion or feeling the person may have about their memory problem (anxiety, control, 
self-esteem, anger, loss, embarrassment, fear and frustration). It has good reliability and 
validity, (the alpha coefficient = 0.85). It was used in the present study because it is 
specifically designed for use in early dementia, the items were directly relevant to the type 
of issues discussed in the group and as each item has a five point scale, it is sufficiently 
sensitive to detect change.
Data from the mood scales was put into line graphs for each individual participant to look 
at their outcome from the group in terms of any changes in their mood.
The mood data was also summarised for the group and analysed using a multivariate 
repeated measures analysis of variance. Aricept was looked at as a between-subj ects 
variable because of the possible effect of this drug on mood.
3. Coping questionnaire
This was developed for the current study to look at any changes in coping responses 
which occurred as a result of the group. It was based on the Index for Managing 
Memory Loss (IMMEL) (Keady and Nolan, 1995). The IMMEL is a checklist of 42
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coping responses and was developed from interviews with 10 people with early dementia 
with the aim of understanding and supporting appropriate coping responses. It is still in 
the early stages of development, has not been looked at with a larger population and has 
not been tested for reliability or validity. Each coping response is rated as “very helpful”, 
“quite helpful”, “not very helpful” or “I don’t use this”. It was adapted for use as an 
exploratory tool in the present study by a) making it shorter: items were excluded which 
were repetitive or not relevant to this group of patients (leaving a total of 23 responses)
b) changing the rating system to a measure of how frequently the participants used the 
coping strategies on a five point scale from never (1) to all the time (5). This frequency 
scale has been used with a coping checklist given to patients with Parkinson’s disease 
(MacCarthy and Brown, 1989). The participants completed this questionnaire themselves 
and the caregivers were also asked to rate how frequently the participant used the coping 
responses using the same scale.
The coping responses were categorised according to three dimensions, based on an 
analysis of the main coping schemes by Cox and Ferguson (1991). These were 
behavioural versus cognitive ; ‘confronting’ versus ‘avoiding’ and problem-focused 
versus emotion-focused, although it is recognised that some coping responses may be 
effective at dealing with both the problem and the emotion (McCrae and Costa, 1986; 
Steptoe 1991). For example, relaxation exercises could be problem-focused - keeping 
calm to help memory or emotion-focused -dealing with anxiety. Remembering good 
times from the past could be a way of distancing oneself from the problem or the 
emotion.
The following categorisation was decided upon see if changes occurred in coping 
responses with the group and if so, whether these were, for example in behavioural 
techniques for dealing with the memory loss or in cognitive ways of restructuring the 
situation and whether ‘avoiding’ responses changed:
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Problem-focused responses
Behavioural responses ‘confronting’- attempts at control/problem-solving
Keeping as active as possible around the house
Regularly practising relaxation techniques and such like
Establishing a regular routine and sticking to it
Being open and honest about my memory problems with people I meet
Thinking thing through slowly and carefully before responding
Recognising that I have good times during the day and doing as much as possible during
these periods
Using lists and other memory aids to help me remember 
Constantly repeating things to myself to help me remember 
Planning my day out well in advance
Actively seeking professional help and guidance in dealing with my memory loss 
Cognitive responses ‘confronting’- situational redefinition/restructuring 
Believing that there are always others worse off than me 
Accepting that the memory loss is not my fault 
Behavioural responses ‘avoiding’
Making up stories to fill the gaps in my memory 
Avoiding the company of close friends and acquaintances 
Not taking part in conversations 
Cognitive responses ‘avoiding’- distancing 
Remembering all the good times I have had
Emotion-focused responses
Behavioural responses ‘confronting’- seeking support 
Talking over my memory loss with someone I trust 
Relying on the support of the person close to me 
Cognitive responses ‘confronting’- emotional expression 
Learning to laugh about my memory loss 
Having a good cry when no-one else is around
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‘Behavioural - ‘avoiding’
Keeping my fears and feelings secret
Cognitive responses -‘avoiding’ - denial
Believing that my memory loss is a normal part of getting older
Ignoring my memory loss hoping that it will eventually go away
For each individual, their own scores of their coping responses and those of their 
caregiver were tabulated (see Appendix H). These tables were then used to see look at 
each individual participant’s outcome from the group in terms of any change in their 
coping responses and this was reported in the individual participant studies. Changes in 
coping responses were only reported if the responses did not change by more than one 
point from the baseline to the start of the group and then changed by at least two points 
during the course of the group, that is, from never to sometimes, often to rarely, or 
sometimes to always.
Coping response data was also summarised for the whole group using means and standard 
deviations. Again, only changes of two points or more were considered to have any 
clinical significance. Due to the exploratory nature of the original index on which the 
coping questionnaire was based, it was not appropriate to use any further statistical tests.
All the assessment measures and when they were administered is shown in table 3 on 
page 132.
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Administration procedure
Tahle 3: Assessment measures - administration procedure
T1 T2 T3
Week of study 1 2 3 4 5 6 7 8  9 10
Pre-group  During group-
T4 T5
11 12 13 14 15 16
------------  Follow-up
Interview
(baseline):
Participant *
Caregiver *
Observation
forms:
Individual
Group
Interview
(post-group evaluation)
Participant
Caregiver
HADS
Participant *
Caregiver *
Worrv Scale *
Coping responses *
*  *  *  *
*  *  *  *
Participants and caregivers were asked to complete measures of mood and coping 
responses at Tl, baseline (four to six weeks before the start of the group); T2, the 
beginning of the intervention; T4, the end of the intervention and at follow-up T5, (four 
weeks after the end of the group) to study the effect of the intervention. Measures of 
mood were also taken from participants in the middle of the intervention in case there 
were temporary effects on mood from the ending of the intervention.
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At Tl and T5, the measures of mood and coping were taken for both participant and 
caregiver during the interviews. At T2, T3 and T4, the participants filled in the 
appropriate questionnaires before sessions 1 and 5 and after session 8 of the group 
respectively (in the room where the group was held). The caregivers filled in their 
questionnaires at T2 and T4 either during the sessions while waiting for the participants 
or at home within one week after sessions 1 and 8 respectively.
Ethical considerations
Using a case study approach avoided the ethical problems associated with other research 
methods. The chairman of the trust’s ethical committee was contacted to discuss 
procedures for applying for ethical permission. The chairman advised that as the study 
involved the participants’s usual treatment and outcome measures to assess this 
treatment, a full application to the committee was not required. Interviews with patients 
and their caregivers before the patient attended a group and some evaluation measures 
within the group was normal practice within the unit. Plenty of time was allowed for the 
interviews so that all the participants and caregivers could discuss any issues they wish 
related to the illness or treatment.
All the participants and their caregivers were told that a study was being undertaken to 
look at the effectiveness of the support group and they were asked if they were happy to 
complete questionnaires to help with this. This explanation was repeated each time the 
questionnaires were given. Help was offered in completing the questionnaires but none 
of the participants had any difficulty completing them. On one occasion, a participant 
refused to complete one of the questionnaires and this refusal was accepted without 
hesitation by the researcher. However, another participant said on several occasions, 
referring to some of the items on the questionnaires: “It’s good seeing it there, because 
that it how you feel”. All the content of the questionnaires - mood and coping responses 
concerned areas which were discussed extensively within the group.
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To preserve confidentiality, only information essential to the questions in the study has 
been included in the individual participant studies and names have been changed.
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RESTJT.TS
The first section of the results shows the characteristics of the sample and group data. The second 
section focuses on the individual participants and the research questions.
Demographic and clinical characteristics of the participants.
Demographic and clinical data about the participants in the study was taken from the case notes 
at baseline. Seven of the participants (1 to 7) had diagnoses of organic brain syndrome and as 
table 3 below shows, their ages ranged from 67 to 75, and it was at least one year since the onset 
of their memory problems. Thus, according to Feil’s classification, they had early-onset 
dementia, that is dementia starting before the age of 75. Participant 8 had a diagnosis of organic 
brain syndrome secondary to physical problems (he had severe cardiovascular disease). He was 
aged 77 and only reported a six month duration of memory loss, thus he had late-onset dementia.
Table 3: Demographic and clinical characteristics of participants
Participant 1 2 3 4 5 6 7 8
Gender F F F F M M F M
Age 67 75 75 67 74 74 75 77
Time since diagnosis 
{months
6 3 2 2 3 3 10 1
MMSE 22 28 21 24 24 24 20 26
Duration (years) 3 1 2 5 2 1 2.5 0.5
Aricept Y N N N Y Y Y N
Anti-depressants N Y N Y N Y N N
Marital status M M M W M M W M
Other health 
problems
— Chronic
pain
- — — Heart
Hearing
Hearing Heart
Previous psychiatric 
history
N N N N N N N N
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The participant’s MMSE scores ranged from 18 to 28 at the time of referral to the service, but 
were between 20 and 28 at baseline (see table 3). Further details of MMSE assessments, 
Aricept and anti-depressant medication are shown in the individual participant studies.
Participant 4 had recently been bereaved - her husband died 4 months before the baseline 
assessment.
Process and content of the group
A summary of the process and content of the two groups is shown below. This is taken from the 
observation forms used for the group as a whole. The full data is shown in Appendix I.
Group 1
Themes raised by group members: Effect of memory problems on relationships; 
overprotectiveness and independence; whether memory problems are part of normal ageing or 
a separate disease; social embarrassment and intolerance of other people towards them; dealing 
with bereavement; past life experiences; fears about the future and relatives who had Alzheimer’s 
disease; safety of the group; anxiety about the ending of the group.
Group mood: Relaxed with a lot of laughter at times. At other times earnest and serious or 
expressions of sadness and fear.
Group cohesion: A willingness to share experiences and support each other.
Group 2
Themes raised by group members: Practical ways of coping; causes of memory problems; 
other people’s reactions to poor memory; social embarrassment; loss of driving ability; effect of 
memory problems on relationships; past events and how the world has changed; generational 
differences; safety of the group.
Group mood: Laughter, relaxation, tension and sadness at different times 
Group cohesion: Group 2 took longer to become cohesive than group 1. It was a mixed group 
(group one was all female), it had some members who had attended the previous group and some 
new members, it was larger and there was tension between two male members. However, there
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was still a high level of sharing at the first session and by session four, there was a lot of laughter 
and interaction and cohesive comments made such as “we’re all getting to know each other now”.
From this summary of the two groups, it can be seen that the effect of memory problems on 
relationships and memories of life in the past were important in both groups. Issues of 
independence and overprotectiveness by caregivers featured prominently in the first group. In the 
second group, discussion about the past focused particularly on how life has changed since they 
were young. There was some reference to the causes of memory loss and fears and about the 
future progression of the illness
Attendance at the group
Tables 4 and 5 show attendance data for the two groups in the study. In the first group, three of 
the four participants in this group attended seven sessions. The remaining participant missed 
three sessions. Absences were due to illness/hospital appointments or holidays in all cases, except 
one which was due to transport problems.
Table 4; Attendance data - group 1
Week No. of people attending
1 4
2 5 *
3 3
4 3
5 3
6 2
7 4
8 3
* One person attended this session and then left - they are not included in the study.
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In the second group, six of the seven participants missed one session and one participant missed 
two sessions. Absences were due to contusion about dates of sessions in four cases, (mainly in 
session 3 after Christmas), two cases were due to illness, one to transport problems and one 
unexplained absence.
Table 5; Attendance data - group 2
Week
1
2
3
4
5
6
7
8
No. of people attending
7
6
4
5
6 
6 
7 
7
Changes in mood and coping response whole group
The reliability of the mood scales
The reliability of the mood scales was evaluated by calculating internal consistency coefficients 
(Cronbach alpha). Coefficients were calculated at baseline, start of the group, middle of the 
group, end of the group and follow-up. The Worry Scale scores had a high level of internal 
consistency throughout the study (0.81 - 0.90). The HADS anxiety scores coefficients were high 
(0.75 to 0.80) except for at follow-up (0.46). The depression scores coefficients were lower (0.31 
- 0.70). The small sample and the low variability in the HADS depression scores at the end may 
partly account for the low alpha coefficients. The HADS anxiety scores correlated highly with 
the Worry Scale scores (0.72 to 0.95) except at follow-up (0.23). For further details see 
AppendixG.
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Baseline mood scores
At baseline, there was quite a wide variation in participants’ mood scores: These ranged from 0 
to 11 on the HADS anxiety scale, with four ahove the normal range and from 1 to 8 on the 
HADS depression scale, with one above the normal range, although two other participants were 
taking anti-depressants. For the caregivers’ ratings of the participants’ mood, the range of scores 
for anxiety was 3 to 17.5. (the latter score was a prorated score) and for depression, 1 to 14. On 
the Worry Scale which only the participants completed, the range was 12 to 34.
Changes in mood scores
No significant changes in overall mood scores were found using a multivariate analysis of 
variance test. Time was the within subjects factor and mood was the dependent variable. Pillai’s 
trace == 0.78, F(15,48) =1.13, p = 0.36. All the measures of mood - the participant’s HADS 
anxiety and depression scores and Worry Scale scores and the caregivers’ ratings of the 
participants’ mood using the HADS were included in one analysis. The within subjects factor 
time included Tl - T5 - the different stages of the study, omitting T3 as the caregivers’ ratings 
were not measured at this time.
There was a significant between-subj ects effect for the intercept. Pillai’s trace = 1.0, F(5,2) 
=149.69, p = 0.007 reflecting the large amount of variance between the participant’s mood 
ratings at the start of the study.
The within-subjects contrast tests showed a significant effect for time on the participants ratings 
on the HADS depression scale: F = 21.98, d f  = 1, p = 0.003 for a linear relationship, but not 
on any of the other measures of mood.
Paired sample t-tests showed a non-significant trend for a reduction in participants’ self-ratings 
of depression between the start and end of the group, (t = 2.10, d f  = 7, p = 0.06) and between 
baseline and the start of the group (t = 2.15, d f  =7, p = 0.07), but not between the end of the 
group and follow-up (t = -1.82, d f  =7, p = 0.11). Type 1 errors were controlled using the
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Bonferroni method: comparisons were tested at the 0.05/3 level of significance (as 3 
comparisons were made). Clearly none of these results achieve this level of significance, but for 
such a small sample, the trend towards a reduction in depression fiom the beginning to the end 
of the group is encouraging. The fact that this trend also occurred from baseline must be taken 
into account but this may be due to the anticipation of the group.
There was a reduction in HADS depression scores from the start of the group to the end in both 
the participants’ self-ratings and the caregivers’ ratings. However, the participants’ self-ratings 
show a decrease in depression from baseline and an increase at follow-up, while the caregivers’ 
ratings show no change from baseline and a continuing decline at follow-up. Both sets of scores 
show a decrease in anxiety from the start to the end of the group, but the caregivers’ scores also 
show an increase in anxiety from baseline to the start of the group and an increase at follow-up - 
these are not reflected in the participants’ own ratings. The caregivers’ mean scores for the 
participants’ mood are higher than those of the participants themselves. The Worry Scale scores 
show little change other than a slight decrease in the middle of the group. See figure 1 on page 
141. Summary tables of all the mood scores are shown in Appendix G.
Aricept was included in the multivariate analysis as a between-subj ects factor in case it had any 
effect on mood, but no significant effect was found either for Aricept (Pillai’s trace = 0.80, F 
(5,2) = 1.62, p = 0.43) or for the interaction of Aricept by time (Pillai’s trace = 0.81, F (15,48) 
= 1.62, p = 0.31).
When looking at the results of these tests, it must be bom in mind that with a sample of only 
eight, it is difficult to test for normality and thus to see whether a multivariate analysis of 
variance tests is appropriate. However, this tests is quite robust.
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Figure 1: Graphs showing changes in mean mood ratings during the study
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Coping response data
There were no clinically significant changes in coping responses from the start of the group to 
the end, defined as changes of at least 2 points, that is from never to sometimes, rarely to often 
or sometimes to always.
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However, there was a decrease of 1.4 in the participants’ ratings of the frequency of “actively 
seeking professional help and guidance in dealing with my memory loss” and a decrease of 1.2 
in the caregivers’ ratings of the same response. Presumably this occurred because of the group 
ending. There was also an increase of 0.9 in “remembering all the good times I have had” which 
may reflect the fact that reminiscence was used in the group. These changes are larger than one 
standard deviation, but only slightly.
All the coping responses were used by some of the participants in the study. According to both 
the participants and the caregivers, ‘confronting’ responses were used more frequently than 
‘avoiding’ responses. Of the behavioural, problem-focused responses, “keeping as active as 
possible around the house” and “using lists and other memory aids to help me remember” are 
used the most. Both the cognitive, problem-focused responses “believing that there are always 
others worse off than me” and “accepting that the memory loss is not my fault” are both used at 
a high frequency, as was the emotion-focused behavioural responses “relying on the support of 
the person close to me”. The only ‘avoiding’ response which was used frequently was 
“remembering all the good times I have had”.
The means for the participants and caregivers’ ratings are within one point of each other on 
almost all the responses. The only exceptions to this are “constantly repeating things to myself 
to help me remember” and “regularly practising relaxation techniques and such like” which were 
rated at a higher frequency by the participants than caregivers at least once in the study and 
“actively seeking professional help and guidance in dealing with my memory loss” which was 
rated at a higher frequency by the caregivers on two occasions. The means and standard 
deviations for the coping responses, for the participants’ own ratings and those of their caregivers 
are shown in table 9 on pages 143- 144.
Agreement between individual participants and their caregivers on coping responses (also 
defined as giving scores that were identical or within one point of each other) varied from 57% 
of total responses for the pair with the lowest agreement to 75% of total responses for the pair 
with highest agreement. Coping response data for the individual participants are shown in 
Appendix H.
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T l T2 T4 T5
RESPONSE
Problem focused/behavioural/*confronting ’ 
Keeping as active as possible 
around the house
4.0 (0.9)
3.8 (1.0)
4.3 (0.7) 
4.1 (1.0)
4.3 (0.9) 
4.1 (0.8)
4.0 (1.0)
4.0 (0.8)
Using lists and other memory 
aids to help me remember
3.9 (1.3)
3.1 (1.5)
4.0 (1.1)
3.5 (1.5)
3.6(1.3)
3.6 (1.7)
3.1 (1.4)
4.0 (1.6)
Establishing a regular routine 
And sticking to it
3.1 (1.6)
2.9 (1.5)
4.0 (0.9)
3.0 (1.1)
4.3 (1.8)
3.0 (1.3)
3.0 (1.7)
3.3 (1.4)
Planning out my day 
well in advance
3.0 (1.31)
2.5(1.51)
2.62 (1.41)
2.62(1.19)
2.88 (1.64)
2.38(1.19)
2.71 (1.5)
2.71 (1.5)
Thinking things through slowly 
and carefully before responding
3.5 (1.31)
2.1 (1.0)
3.5 (1.2)
2.8 (1.4)
3.4 (1.3)
3.4 (1.4)
3.6 (0.8)
3.6 (1.0)
Being open and honest about my 
memory loss with people that I meet
3.3 (1.2)
2.4 (1.4)
2.5 (1.3)
2.5 (1.4)
3.5 (1.3)
2.6 (1.9)
4.1 (1.1)
3.1 (1.6)
Constantly repeating things to myself 
To help me remember
2.5 (1.7) 
1.9 (1.5)
4.0 (0.8) 
2.4 (1.5)
3.8 (1.0)
2.1 (1.7)
2.7 (1.6)
2.6 (1.2)
Regularly practising relaxation 
techniques and such like
1.5 (0.9)
1.3 (0.7)
3.5 (1.1)
2.0 (1.4)
3.6 (1.2)
2.6 (1.5)
2.2 (1.7)
3.3 (1.3)
Recognising that I have good times of day 
and doing as much as possible 
during these periods
1.3 (0.7)
2.9 (1.7)
3.3 (1.2)
2.7 (1.4)
3.4 (1.7)
2.5 (1.5)
2.9 (1.6) 
3.1 (1.1)
Actively seeking professional help and 
guidance in dealing with memory loss
1.8 (1.5)
2.9 (1.6)
3.4 (1.1)
4.0 (1.4)
2.0 (0.9)
2.8 (1.9)
2.1 (0.7)
4.0 (0.8)
Problem-focused/cogntive/ ‘confronting ’ 
Believing there are always 
others worse off than me
3.9 (1.8)
3.6 (1.4)
3.8 (1.4)
4.1 (1.1)
3.8 (1.3)
3.6 (0.7)
4.0 (1.4)
4.1 (0.7)
Accepting that the memory 
loss is not my fault
4.3 (1.4)
3.5 (1.8)
3.3 (1.7)
4.3 (1.4)
3.0 (1.6)
3.3 (1.8)
3.7 (1.4)
3.6 (1.5)
Problem-focused/behavioural/’avoiding’ 
Making up stories to fill 
the gaps in my memory
1.8 (0.9)
1.8 (1.2)
1.9 (1.0)
1.8 (1.0)
1.8 (0.9)
2.4 (1.3)
1.9 (1.5)
2.0 (1.4)
Avoiding the company of close 
friends and acquaintances
1.7(1.2)
2.1 (0.8)
2.0 (1.2)
2.3 (1.4)
1.6 (1.4)
1.8 (1.2)
1.7 (1.1)
2.0 (1.2)
Not taking part in 
conversations
2.5 (1.4)
2.6 (1.3)
2.6 (0.9) 
3.1 (1.3)
2.8 (1.5)
2.4 (1.4)
2.9 (1.2)
2.6 (0.5)
Problem-focused/cognitive/’avoiding’ 
Remembering all the good times 
I have had
3.6 (1.3)
4.0 (1.1)
3.9 (0.8)
4.3 (0.7)
4.8 (0.5)
4.1 (0.8)
3.7 (0.8) 
4.3 (1.0)
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Tl T2 T4 T5
RESPONSE
Emotion-focused/hehavioural/‘confronting’ 
Relying on the support of 
the person close to me
4.6 (0.5)
5.0 (0)
4.4 (0.9)
4.6 (0.7)
4.0 (1.2)
4.9 (0.4)
4.1 (0.7) 
4.6 (1.1)
Talking over my memory loss 
with someone I trust
3.5 (1.4)
3.4 (1.6)
3.3 (1.5)
3.0 (1.5)
3.5 (1.2)
3.0 (1.8)
3.3 (1.0)
2.6 (1.4)
Emotion-focused/cognitive/‘confronting’ 
Learning to laugh about my memory loss 2.3 (1.0)
2.0 (1.4)
2.6 (1.4)
2.5 (1.2)
3.3 (1.3)
2.4 (1.2)
2.9 (1.5)
2.3 (1.3)
Having a good cry 
when no-one is around
1.6 (1.1)
2.3 (1.5)
1.9 (1.5)
2.1 (1.5)
1.9 (1.5)
2.3 (1.2)
1.7 (1.1)
2.0 (1.2)
Emotion-focused/behavioural/‘avoiding^ 
Keeping my fears and 
feelings secret
2.9 (1.5)
3.5 (1.7)
3.0 (1.2)
3.3 (1.5)
2.5 (1.2)
3.3 (1.5)
3.4(1.7)
3.9(1.1)
Emotion-focused/cognitive/‘avoiding’ 
Believing that my memory loss is a 
normal part of getting older
3.1 (1.6)
3.3 (1.5)
3.5 (1.5) 
3.1 (1.4)
4.3 (0.9) 
3.6 (1.3)
3.6 (1.3)
3.6 (0.5)
Ignoring my memory loss hoping that 
it will eventually go away
2.8 (1.4)
2.5 (1.3)
3.1 (1.4)
2.5 (1.7)
2.9 (1.0)
3.1 (1.3)
3.0 (1.3)
3.3 (1.0))
Participant’s self-ratings shown in bold. Caregiver’s ratings shown in ordinary type. 1 = never, 2 = rarely, 3 = sometimes, 4 
often, 5 = always.
In summary, for the group as a whole, there were no significant changes in mood or coping 
responses in mood during the study. However, there was a non-significant trend in the 
participants’ self-ratings of depression from the start of the group to the end and also from 
baseline to the start of the group. Participants’ self-ratings also showed a small increase in the 
use of the coping response “remembering all the good times I have had” from the start to the end 
of the study.
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This second section of the results focuses on the research questions:
Question 1: Were there differences between participants in how open they were about 
their memory loss and did this affect their response to the group?
Question 2: What do the participants and their caregivers see as the most helpful 
aspects of the group and what do participants recallfrom the group?
Information from the baseline interview with participants and caregivers, observation 
forms completed for each individual immediately after each group session, mood and 
coping response questionnaires and the evaluation interview with participant and 
caregivers were combined for each participant to look at these question. (Participants 1, 
5, 6 and 7 were taking Aricept).
A summary of the findings from the baseline interviews is shown in table 7 below.
Table 7: Participants’ description of their memory loss: social support and 
expectations of the group.
Participant’s Information about Relationships/ Expectations of
description o f impact on life social life group
problems
“Losing the Open about Always had close Participant: Keen
thread”. Cause impact: Memorv relationship with to attend to meet
“genetic”; not problems made husband - talks to others with the
sought further her very depressed him about the same problems.
information. initially; worries problems. No Caregiver: unsure,
about illness social activities. but if  it helps -
progressing fine.
(Caregiver: aware
of spells of
depression)
Participant
7. Margaret
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Participant Participant’s Information about Relationships/ Expectations of
description of impact on life social life group
problems
2. Alice Difficulty Open about Support from Participant: Keen
recognising people impact: Memorv husband, two to attend group to
andfollowing problems made other relatives and help memory and
conversations; mood and people at church. anxiety. Caregiver:
losing skills. confidence very Husband felt she Space to talk;
Cause: reduced low. (Caregiver: did not talk much friendship;
bloodflow to aware of about problems. opportunity to
brain; not sought depression, but offer support to
further feels it has others.
information. improved).
3. Beatrice Difficulty with Open about Describes husband Hopes it will boost
conversations, impact: Memorv as supportive. confidence and get
dates, events. problems have Talks to son-in- her back to how
names andfaces. made her low in law but hides she used to be.
Cause: problems mood, anxious. problems from Caregiver: hopes it
started with stress low in everyone else; will improve her
of husband’s confidence(particu husband in poor memory.
illness. Not sought larly health.
further socially),made her
information. dependant on 
husband, reduced 
activities. (Care­
giver unaware of 
her low mood).
147
Participant Participant’s 
description of 
problems
Information about 
impact on life
Relationships/ 
social life
Expectations of 
group
4. Dorothy Difficulty with Open about Close relationship Participant: Keen
conversations; impact: main with daughter. to attend support.
remembering impact since very dependant on Hopes it will help
events. Cause bereavement but her, talks to her a in some way.
given as open about the lot about Caregiver:
bereavement but fact that memory problems. Attends Confidence, self­
aware of some problems pre­ day hospital; no esteem; new
problems before 
this. Not sought 
further 
information.
dated this. 
Described herself 
as depressed: 
(Caregiver added 
that she is very 
frightened about 
the future and 
worries about 
family, finances).
other social life. everyday skills.
5. Edward Forgetful, has to Denied impact: Reports that he Participant: Felt
write everything feels problems talks to wife and he could be of help
down. Cause: have not changed friends about to others in the
brought on by life much - still memory problems group.
stress o f friend’s cheerful, no - wife reports that Caregiver: Being
death but father worries. he does not talk with others with
had similar (Caregiver much about the the same problem.
problems. Not reported that he is problems. but he may find
sought further 
information.
increasingly 
frustrated and 
irritable, worried 
about loss of 
competence).
Active social life. this difficult.
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Participant Participant’s Information about Relationships/ Expectations of
description of impact on life social life group
problems
6. Henry Inability to retain Open about Describes wife as Participant: To
new information, impact Since “understanding listen to other
difficulty with memory problems and helpful”, but people and be able
conversations. mood despondent. wife reports that to contribute.
Cause: memory lost confidence in he does not talk Caregiver: unsure.
problems started social situations. much about the but thinks it will
after physical fear of the future problems. Not told help.
illness. Not sought and illness his children or
further progressing. anyone else. No
information. (Caregiver 
reported that he is 
quieter, less 
independent, 
worries a lot).
social activities.
7. Grace Forgetting events. Denied impact: Relationship with Participant: To
things that have to Since memory sister with whom meet other people.
be done, things problems - she lives is not Caregiver: meeting
which have been describes mood close. Finds others; break from
said, relies on fine as usual, “no daughter home - feels it wiil
notes. point in supportive - sees help.
View o f cause - worrying”. her frequently.
not known, not (Caregiver Sees other
sought further reported that she is relatives, but no
information. quieter, lost 
interests, does not 
show feelings).
other social 
activity.
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Participant Participant’s Information about Relationships/ Expectations of
description of impact on life social life group
problems
8. Harold Occasionally loses Denied impact: Does not talk Participant: Not
thread but it Having a few much to his wife sure if  he needs it.
comes back. Only problems but life but reports that he but willing to
a few problems - hasn’t changed has a close friend attend.
“not looking for much. Mood with whom he Caregiver: Unsure,
problems”. normal with no talks things over. but thinks it is a
Cause - not sure worries. Health Wife’s health good idea that he
but feels its linked now fine. poor. Still sees attends.
with getting older. (Caregiver friends regularly.
Not sought further reported that he
information. needs a lot o f help 
with simple tasks, 
become quieter 
and less active, but 
still enjoys 
company and not 
anxious).
Participants varied in how they described the causes of their memory loss when talking 
to their caregivers from old age, stress or poor physical health to reduced blood flow or 
genetics and none had sought further information about their illness. They also varied 
in how open they were about the impact of their memory loss on their lives, but as long 
as they acknowledged that their memory problems had an impact on their lives, this did 
not affect how much they benefited from the group.
Individual participant studies
1. Margaret
Information from baseline interview
Margaret was in good physical health and generally a lively, sociable and cheerful 
person.
150
Her memory problems had started three years prior to the group and she was very open 
about their impact on her life: She reported becoming very depressed initially by her 
diagnosis, but subsequently was cheerful most of the time with some “down” days. She 
described the cause of her problems as “genetic” because of the family history of 
dementia. She started taking 5mg Aricept a week before the start of the group - her 
MMSE score at this time was 22/30 and this was increased to lOmg three weeks later. 
By the end of the group, her score had increased to 25/30 and by the time of the 
evaluation interview, it was 26/30.
Margaret had a close relationship with her husband who was also in good health. She did 
not attend many social activities, but went out a lot with her husband. Her expectation 
of the group was to meet others with the same problems.
Response to the group - information from observations forms
From the start of the group, Margaret’s non-verbal behaviour was relaxed, she 
contributed a great deal to the group and was very supportive of others. She was open in 
the group about her memory loss and focused particularly on the effect this on her 
relationships and her fears about the future (whether she would become like her relatives 
who had had dementia). She also talked about her husband being very protective of her 
and her desire to do more for herself.
Outcome
Margaret’s own ratings of her mood did not change from the start to the end of the group, 
although her husband’s ratings showed a reduction in anxiety (figure 2).
Her husband’s ratings of her coping responses also showed an increase in her use of the 
response “using lists and other memory aids to help me remember” and a decrease in 
“believing there are always others worse off than me”. However, these changes were not 
evident in Margaret’s own ratings.
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Figure 2: Margaret’s mood scores
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At evaluation, Margaret’s main benefit from the group was the experience of being 
with others with the same problem, not feeling alone and not having to “keep up a 
front”. She could not feel recall any specific techniques. Her husband reported that 
she had enjoyed the group socially. She was apprehensive before the session but more 
cheerful afterwards. However, once her memory had improved with Aricept, she 
found it very distressing to look back and remember how she had felt previously and 
therefore wanted to distance herself from the group.
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2. Alice
Information from baseline interview
Alice had been a friendly and helpful person who enjoyed company. She was open 
about her memory loss and the impact it had had on her life, describing herself as 
having become depressed and lacking in confidence. Her caregiver said that she had 
had memory problems for about a year, but Alice reported that she had noticed 
problems herself before others had mentioned them. She described her problems as 
due to “reduced blood flow to the brain”. She also suffered from chronic pain. Her 
mood improved on anti-depressant medication which she had been taking for four 
months before the baseline interview. Her MMSE score, tested four months before 
the group was 28/30.
Alice reported that she talked about her problems with her husband and other family 
members. She had strong religious beliefs and got a lot of support from the church 
which she attended regularly. She hoped that the group would help with her memory 
and her anxiety.
Response to the group - information from observation forms
Alice’s non-verbal behaviour was tense and she was one of the quieter members of 
the group. However, she seemed to identify a lot with what others said, listening 
carefully and often expressing agreement with others or saying that she found the 
discussions useful and enjoyable. When she did talk, she spoke about her anxiety and 
fhistration about not being able to remember things and intolerance of others to her 
memory problems. She also talked about her dépendance on her husband, whom she 
described as very supportive and her desire to be more independent.
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Outcome
Alice’s HADS and Worry Scale scores decreased from the beginning to the middle of 
the group with and increased at the end. Her husband rated her mood as much better than 
she did herself at the start of the group, but at the end their scores were much more 
similar (figure 3).
Figure 3 : Alice’s mood scores
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The only clear changes in Alice’s coping responses was a decrease in “actively seeking 
professional help and guidance in dealing with my memory loss” from the beginning of
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the group to never at the end and a decrease in “accepting that the memory loss is not my 
fault”. The latter change was reflected in Alice’s husband’s ratings and may be due to 
Alice feeling by the end of the group that there were things she should be doing to help 
her memory.
At the evaluation interview, Alice recognised the group leader, but could recall very 
little about the group, except that it was a “friendly and relaxing place to be”. Her 
husband said that at times Alice was able to remember things about the group and talked 
to him about it. He said that she enjoyed the company of other people experiencing 
memory problems and seemed happier on her return from the group. Her husband was 
keen for her to attend another group, but Alice was unsure about this because she could 
remember so little of the previous group.
3. Beatrice
Information from baseline interview
Beatrice’s memory loss appeared to have started two years prior to the group, after a 
deterioration in her husband’s health. She had been a lively and outgoing person who had 
had a full social life, but she felt that her memory loss had made her anxious and lacking 
in confidence in social situations. She reported that she tried to hide her memory 
problem and described it as being due to the stress of her husband’s illness. Her husband 
confirmed that she tried to cover up her problems and was unaware of her low mood. He 
believed that his wife attributed her memory problems to “old age”. Her MMSE score 
three months before the start of the group was 21/30.
Beatrice described her relationship with her husband as close, but confided mainly in her 
son-in-law. She went out a lot with her family and joined social events with neighbours. 
When asked about her expectations of the group, Beatrice said that she wanted to attend 
the group to help with her confidence.
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Response to the group - information from observation forms
Beatrice’s non-verbal behaviour (fidgeting hands, sitting forward in the chair) suggested 
that she was anxious in the group initially, but she became more relaxed in later 
sessions. She interacted well, was supportive of others, liked to be helpful and used 
humour a good deal. She was open about the frustration and embarrassment which her 
memory problems caused her and her dépendance on her husband, but did not talk about 
the causes of her problems or about the future. At the beginning of the group, she cited 
incidents in which other people had not understood about her memory problems and had 
been rude or unpleasant to her. However, as the group progressed, she talked about being 
more open with friends and acquaintances about her memory problems and said that they 
had become more understanding. Beatrice had many happy memories from the past 
which she recalled in the group and appeared to gain self-esteem from roles she had 
played in the past. She also talked with great pleasure about her frequent outings with her 
family. Beatrice expressed a lot of anxiety about the group ending.
Outcome
Beatrice’s anxiety and depression scores decreased from the start of the group to the end, 
but her Worry Scale scores increased. Beatrice rated herself as more anxious and 
depressed than her husband rated her - consistent with his lack of awareness of her low 
mood at the baseline interview (figure 4).
Beatrice’s husband’s ratings showed a decrease in the use of the response “remembering 
all the good times I have had in the past”. Beatrice’s own ratings showed a slight increase 
in this response and it may be that because she talked a lot about the past in the group, 
she did not do so as much at home. Beatrice’s own ratings showed a decrease in the 
response “avoiding the company of close friends and acquaintances” from the start of the 
group to the end.
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Figure 3: Beatrice’s mood scores
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At evaluation, Beatrice said that she remembered a great deal of the group including the 
room, the other people and the relaxation exercises and said that she often read the 
handouts. She said she found it very helpful to be with other people who understood her 
problems and always felt better and more relaxed after the group. Her husband reported 
that she talked to him about the group, looked forward to going and was always happier 
on her return. He even felt that her memory was slightly better after each session and that 
she was less bothered by her memory problems since she had been going to the group. 
Both Beatrice and her husband wanted her to attend another group. Unfortunately, she 
had a fall just prior to the follow up interview which decreased her confidence and may 
account for the worsening in her mood at this time.
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4. Dorothy
Information from baseline interview
Dorothy described herself as having always been a sociable person with a tendency to 
worry a lot. Following the loss of her husband four months previously, she had become 
very low in mood. She had refused anti-depressant medication initially, but then 
accepted a prescription two weeks before the baseline interview. Her memory problems 
had started five years prior to the group and she had been very dependant on her husband. 
She attributed most of her problems to his death although she was aware that the 
memory loss had started before this and that she had relied very heavily on him. Her 
daughter reported that Dorothy expressed fears about the future. Dorothy was in good 
physical health. Her MMSE assessed at the beginning of the group was 24/30.
Dorothy had been living in the area for less than a year and was lacking in social support, 
but started attending the day hospital two months before the baseline interview. When 
asked about her expectations of the group, she said that she hoped that it would help in 
some way.
Response to the group - information from observation forms
Dorothy interacted very well with the other group members. She was very open about her 
memory problems and her grief and received a lot of support from other group members. 
She talked frequently about how her illness might progress, her fears about the future and 
her heavy reliance on her daughter. At times, she was able to laugh and joke with the 
others. She also shared some recollections from the past, but seemed to gain little 
comfort from these.
There was an improvement in Dorothy’s HADS scores between the baseline interview 
and the start of the group which may have been due to the anti-depressant medication. 
There was little change in her scores during the group. Her daughters tended to rate her
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mood as significantly worse than Dorothy did herself (figure 5).
Outcome
Figure 5: Dorothy’s mood scores
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Dorothy reported a decrease in the use of the response “keeping my fears and feelings 
secret” and this was also shown in her daughter’s ratings. However, Dorothy also 
reported a large increase in the response “avoiding the company of close friends and 
acquaintances”, but this had decreased again by the evaluation interview and was not 
reported in her daughter’s ratings. Both Dorothy and her daughter said that they would 
like her to attend another group.
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Outcome - information from evaluation interview
Dorothy reported that the group had been helpful to her because there were other people 
with similar problems and they had been able to have a laugh. She recalled the room 
where the group was held, the flip-chart and the other group members. Her daughter 
reported that she always read the handouts and found these useful in understanding more 
about Dorothy’s problems and being able to help her.
5. Edward
Information from baseline interview
Edward was talkative, intelligent, organised and cheerful. He had had an acute episode 
of confusion about a year before the group and believed this was the start of his memory 
loss, but his wife had noticed problems about two years prior to this. He described his 
mood as cheerful, but his wife said that he often became very frustrated by his difficulties 
and tended to become angry and blame those around him. He was in good physical health 
and kept himself fit, although he had had heart problems in the past.
Edward reported that he confided in his wife and friends, but his wife said that they did 
not talk to her much about his problems. He had maintained a very active social life. His 
expectation of the group was that he might be able to help others by offering them advice. 
He started taking Aricept eight weeks before the start of the group (5mg initially 
increased to lOmg after a month) and his MMSE score improved by 3 points prior to the 
group (from 24 to 27) and then a further 3 points (from 27 to 30) in the first three weeks 
of the group. It then remained between 29 and 30 during the course of the group.
Response to the group - information from observation forms
Edward acknowledged his memory loss in the group and talked frequently of the episode 
of confusion when he felt that it started. He also talked about his heavy reliance on 
memory aids and said that he told other people about his memory loss and expected them
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to show him consideration, as he would do if the situation were reversed. However, apart 
from this, he denied that the memory problems had any impact on his life. In the group, 
he talked a great deal about his past experiences, both during the war and in his career 
and appeared to gain a great deal of self-esteem from talking about the roles he had 
played. Throughout the group he was very positive about the benefits of the group, but 
at times suggested that it was more useful for others, because their problems were worse 
or they did not go out much , there by distancing himself from the others in the group. 
His view that he was more able than the others was justified to some extent because he 
was taking Aricept and his memory improved. However, from the beginning, even before 
the improvement in his memory, he was ambivalent about whether he was attending the 
group to help himself or to help others.
Outcome
There was a slight increase in Edward’s anxiety score from the start to the end of the 
group which continued more sharply at follow up. His wife rated him as more depressed 
and much more anxious than he rated himself, but her ratings showed a reduction in 
anxiety from the start to the end of the group (figure 6).
Edward reported an increase in the frequency of “making up stories to fill the gaps in my 
memory” and “recognising that I have good times in the day and doing as much as 
possible during these periods” during the group, although his wife reported a decrease 
in the latter.
At evaluation, Edward described the group as useful for sharing experiences and 
solutions and empowering, but felt that it had been more useful for others than himself. 
He said that he could recall the faces of the other group members. His wife reported that 
a lot of the time he had felt that the material in the group was not relevant to him. She 
had valued the time she had had to herself while her husband was at the group. Despite 
his reservations about the group Edward said that he would like to attend another group, 
but his wife thought he would not so and was not keen for him to attend again.
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Figure 6 : Edward’s mood scores
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6. Henry
Information from baseline interview
Henry had been a stable, sociable, cheerful person with a good sense of humour. He had 
retained his sense of humour, but was open about the impact of his memory problems, 
reporting that they had made him quieter and less independent. He described himself as 
despondent at times and said that he worried about the future and the progression of his 
memory problems. He and his wife felt that the problems had become noticeable about
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a year before, but his general practitioner reported that he had mentioned occasional 
problems relating to his memory over a period of several years. His short-term memory 
had become very poor, he had difficulty remembering what he wanted to say during 
conversations and he frequently put his possessions in inappropriate places and was then 
unable to find them. As well as memory loss, he also had lung and heart problems and 
poor hearing and he attributed his memory problems to his poor physical health. Henry 
started anti-depressant medication three months before the baseline interview and his 
mood improved. His MMSE score at the start of the group was 24/30. He started Aricept 
five weeks before the group (5mg initially, increased to lOmg 4 weeks later), but there 
was no cognitive change.
Henry’s main caregiver was his wife with whom he had a very good relationship - he 
valued his retirement for the time he could spend with her. He reported confiding in her 
about his memory problems and found her understanding and supportive. However, he 
still kept many of his fears to himself, with his wife reporting that he did not talk much 
about his problems. He had no regular social activities. He said that he wished to attend 
the group to listen to others and to contribute.
Response to the group - information from observation forms
Henry was very sociable - he contributed a lot to the group and interacted well with 
others. His mood fluctuated from week to week so that at times he was relaxed and jovial 
and at other times, low in mood. Henry was very concerned about his poor memory and 
hearing, which together he felt put him at a considerable disadvantage in social situations 
(At times he confused the two problems and believed he was in a group for hearing loss). 
He expressed anxieties about the future and sometimes said that he found it painful to 
look back at his past life and compare it to his present situation. His sense of humour was 
very evident throughout the group and he often made jokes relating to his fears, 
particularly about ageing.
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Outcome
Figure 7: Henry’s mood scores
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Henry rated his anxiety as decreasing slightly during the group, but not his depression. 
His wife rated him as much more anxious and depressed than he rated himself and rated 
his mood, both anxiety and depression, as improved after the group (figure 7).
Henry’s wife reported an increase in the use of the coping responses “regularly 
practising relaxation techniques and such like”, “being open and honest about my
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memory problem with people that I meet”, “making up stories to fill the gaps in my 
memory” and “learning to laugh about my memory loss”. However Henry himself did 
not report any major changes.
At evaluation, Henry reported that he had found it very comforting to be with other 
people with the same problems and see how they coped. He said that even though he 
knew other people had similar problems this was not the same as actually hearing them 
talk about it. He found most of the other group members pleasant and was inspired by 
their cheerfulness. He would have liked longer sessions. His wife reported that he was 
reluctant to go to the first few sessions, but then started to enjoy it. She said that he came 
back relaxed and would sit and do his relaxation exercises. She said she would like him 
to attend another group and Henry himself was keen to attend again.
7. Grace
Information from baseline interview
Grace was an independent and reserved person who had been a widow for several years. 
She was vague about when her memory loss had started, but her relatives had noticed 
memory problems for about two and a half years. She was in good physical health, apart 
fi*om quite severe hearing loss which she had had since middle age. As a result of her 
memory problems, her relatives reported that she had become quieter and lost interest in 
activities, but Grace herself did not feel that they had had much impact on her life or 
mood. She tended not to discuss her memory problems with those close to her or talk 
about how she was feeling and her caregiver, her sister did not know how she how she 
viewed the cause of her illness. When she was first referred to the service more than a 
year before the group, her score on the MMSE was 18. However, when it was re-tested 
nine months later before starting Aricept, it was 20. She then commenced Aricept (five 
months before the baseline assessment - 5mg increased to lOmg one month later) and 
remained on this during the group, but her MMSE scores fluctuated between 20 and 23.5 
with no permanent improvement She was not taking any other medication.
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She lived with her sister and did not have a close relationship with her. However, she had 
a lot of support from her son and daughter and they took her to church and to visit other 
relatives. Her main reason for wanting to attend the group was just to meet other people.
Response to the group- information from individual observation forms
Grace was very quiet in the group, but when she did contribute, acknowledged her 
memory loss and also talked about her unhappy memories from the past. She elicited a 
lot of support from other group members. Her service during the war gave her a common 
link with the men in the group. She also talked a lot about her hearing problem and the 
difficulties this gave her. During the group, she commented that she enjoyed the 
relaxation exercises and also said that the group did her good because everyone had a 
laugh together.
Outcome
Grace’s HADS anxiety scores increased during the group. Her caregiver rated her as 
more anxious and depressed than she rated herself, but rated her as less depressed after 
the group (figure 8).
Grace’s own ratings of her coping responses showed a decrease in “accepting that the 
memory loss is not my fault” and “keeping my fears and feelings secret” and an increase 
in “learning to laugh about my memory loss”. Her sister reported an increase in “making 
up stories to fill the gaps in my memory” and a very large increase, from never to always, 
in “regularly practising relaxation techniques and such like”.
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Figure 8: Grace’s mood scores
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At follow up, Grace reported that she enjoyed being part of the group. She did not recall 
many specific details of the group, but described the other people there as pleasant and 
happy. She did not mention the fact that the other people also had memory problems. Her 
sister reported that Grace had been apprehensive about attending initially, but then 
became keen to go and happier on her return. She also reported that Grace had started to 
use a notebook and calender as memory aids. She said that she was glad of the break 
while Grace was at the group and was keen for her to attend another group, as was Grace 
herself.
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8. Harold
Information from baseline interview
Harold had been an active, kind, placid, sociable and easy-going person. He had had 
severe heart disease for the previous three years and this had lead to memory loss which 
had become particularly apparent for six months before the group. He acknowledged 
some problems but attributed them to old age and very much played them down . He 
described himself as a person who “takes life as it comes” and rarely worried about 
anything. Harold was not taking any psychotrophic medication and was not prescribed 
Aricept. His MMSE score two months before the group was 26/30.
Harold continued to enjoy company, having some close friends who accepted his 
memory lapses. His wife had multiple physical problems and had recently had a series 
of bereavements. She felt under severe stress due to her husband’s problems and found 
his lack of concern for his health problems - he would often exert himself too much 
physically without thinking of the consequences- very difficult to deal with. She reported 
having lost her husband several times while out and this naturally made her extremely 
anxious. However, she tried to support her husband and help him to do tasks when he 
could, rather than taking over. He was unsure whether he needed to attend the group, but 
was willing to come along.
Response to the group - data from observation forms
Harold appeared anxious non-verbally most weeks in the group, but verbally denied any 
anxiety. He was generally one of the quieter members of the group, but interacted well, 
responding sympathetically to other group members. In the first weeks, he did not 
acknowledge his memory problems in the group, even saying that he did not need to use 
memory aids like everyone else. However, at the seventh session, he talked about having 
memory problems like everyone else and said it was helpful to be with other people with 
other people “in the same boat”.
Outcome
168
Figure 9: Harold’s mood scores
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Outcome
Harold’s HADS anxiety score increased from baseline to the middle of the group and 
his Worry Scale scores were very inconsistent with his anxiety scores. His caregiver rated 
him as much more anxious and depressed than he rated himself and she rated him as more 
depressed after the end of the group than he was at the beginning (figure 9).
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Harold reported an increase in the coping responses “keeping as active as possible around 
the house”, “remembering all the good times I have had”, “having a good cry when no-one 
is around” and a decrease in “using lists and other memory aids to help me remember” (he 
also said in the group that he did not need these). The only change reported by his 
caregiver was an increase in “thinking things through slowly and carefully before 
responding”.
At evaluation, Harold recalled going to the group and described the other people as 
friendly. He reported that it was easy to talk in the group and it was good to be able to 
“open up”, although he did not mention discussing memory loss specifically. His wife 
reported that Harold said very little about the group, but she felt that he enjoyed the group 
because it gave him somewhere to go. Both Harold and his wife said that they would like 
him to attend another group.
Conclusions
Question 1: Coping style (open/denial) and outcome from the group:
The group was found to be beneficial to all the participants who were open about the 
impact of the memory loss on their lives. Whether or not they talked about the causes of 
them memory loss or fears for the future, they found meeting other people with memory 
problems helpful. Margaret, Alice, Beatrice, Dorothy and Henry were all open about the 
effects of their memory problems on their life and mood and Margaret, Dorothy and 
Henry were also open about their fears for the future. At the evaluation, they all reported 
benefits from the group, although there were few clear changes in coping responses and 
only Beatrice, who was the most positive at evaluation, showed clear improvements in 
mood during the group.
Even if the participants were not open about the impact of their memory loss on their life, 
they still benefited from the social aspects and one such participant became a little more 
open as the group progressed. Grace acknowledged her memory loss in the group, but not 
its impact on her life and reported enjoying the group on a social level. Harold denied his
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problems in the group and did not participate much, but towards the end there was some 
evidence of becoming a little more open and finding it helpful to share feelings with 
others.
Only one participant did not benefit much from the group: Edward participated a great 
deal in the group and acknowledged his memory loss, but denied in the group that the 
memory loss had any impact on his life. He gained the least from the group - his only 
benefit fi-om the group was in being able to help others.
Other factors affecting outcome from the group
Aricept:
Aricept affected response to the group in a participant who was very open about her 
memory loss: Margaret participated well in the group, but by the end her memory had 
improved as a result of the Aricept and after the group, she said that it was too painftil to 
look back and recall the time when her memory was worse.
The other participant whose memory showed a marked improvement with Aricept reacted 
in a very different way: Edward denied the impact of his memory problems on his life 
throughout the study and was not distressed about his illness or how it had been when his 
cognitive functioning improved.
MMSE score
Whether relatively high cognitive ability (as measured by MMSE score) limited how much 
people benefited from the group is difficult to assess because Edward had the highest 
ability, but was also very different in his coping style from the others. At the lower end, 
Beatrice had a score of 21/30, but was able to gain a great deal firom the group.
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Social support
The social aspects of the group played an important role for the participants who did not 
have many social outlets. Grace appeared to appreciate the social aspects of the group 
very highly - she did not have many other social outlets and her hearing impairment made 
her very isolated. Henry also had hearing problems, although not as severe as Grace and 
said at baseline how much he wanted to be in a group in which he could participate.
The group was also important for participants who wanted to be more open about their 
memory loss without fear of distressing relatives. All the participants had a caregiver 
either living with them or visiting regularly who they found supportive and had someone, 
a relative or friend in whom they said they confided. However, for some participants, even 
when they said that they confided in their main caregiver, their caregiver did not feel that 
they said much about their problems and thus they may have been trying to hide their fears 
and feelings at home. Beatrice, in particular, appeared to try and hide her feelings from her 
husband (at baseline he was not aware of her low mood) because of his ill-health. This 
may be one of the reasons that she was the participant who benefited most from the group, 
together with the fact that she was the most outgoing and had lead a very full social life 
until the onset of her memory loss.
Question 2. Most helpful aspects of the group and what was recalled
In the evaluation interview, both the participants and their caregivers were asked questions 
to establish how the group had helped the participant, if at all and what the participants 
were able to recall from the group. Their responses are summarised below:
Most helpful aspect of the group.
The most helpful aspect of the group was meeting other people with the same problems: 
Five participants said that it was very helpful to feel that they were not alone - this was 
comforting and it was a relief to find a situation where they did not have to “keep up a 
front”. Sharing ways of coping and experiences was also helpful and so were the general
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social aspects, particularly as social outlets had become more limited for the participants 
because of their memory problems.
The presentation of specific techniques in the group was of less benefit: No participant 
referred to the use of memory aids as arising from the group as helpful and it was obvious 
from the early sessions of the group that most of the participants were already using many 
memory aids. There was one reference in the evaluation by a caregiver to a participant 
using a notebook and calendar after attending the group. Relaxation exercises were cited 
as one of the benefits of the group by one participant and one caregiver.
Five caregivers mentioned improvements in mood in the participants after the group 
session and one participant said that she felt more relaxed after the group.
Recall
Participants recalled the atmosphere of the group, details of the room such as the flip-chart 
and the other people. One participant said that she remembered the relaxation exercises, 
but otherwise specific skills or topics were not mentioned. The caregivers confirmed that 
in between sessions, the participants had recalled details of the group such as the other 
people or the flip-chart.
Future attendance
Most of the participants wanted to attend another group: Six participants said that they 
would like to attend another group; one said it was not applicable to her now because of 
her memory improvement with Aricept and one had difficulty remembering the group and 
said “if it would help”. Six of the caregivers said that they would like the participant to 
attend another group.
For the full results of the evaluation interviews - see Appendix J.
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DISCUSSION
There was some variation in the degree of denial used by the participants but providing that 
they acknowledged the impact of their memory loss on their life, they were able to benefit 
from the supportive aspects of the group and even without this, they could still benefit from 
the social aspects. The most helpful aspect of the group was “universality” (meeting others 
with the same problem and sharing feelings and experiences) and the participants could recall 
the emotional atmosphere of the group but not specific techniques. Important issues for the 
participants were struggling to maintain independence and social relationships, dealing with 
the emotions aroused by the illness and the use of past memories to maintain self-esteem.
Individual participant studies - differences in denial and response to the group.
The way in which a person copes with dementia has been explained in terms of age of onset 
and stage of dementia (Feil, 1989) and by personality (Kitwood, 1990). According to Feil’s 
model, seven of the participants had early-onset dementia. They were as Feil suggested, 
struggling to keep control over their lives and maintain their social roles and they were very 
frustrated by their cognitive losses. They were time orientated and continent (as in stage one 
of late-onset dementia), but they varied according to the degree to which they acknowledged 
the impact of their memory loss: As Cheston and Bender (1999) proposed there was a range 
of degrees of denial - some participants accepted that they had a memory problem, but denied 
the impact on their life; some acknowledged the impact on their life, but did not consider 
future implications of their memory loss and some talked openly about their fears for the 
future. All the five participants who were open about the impact of their memory loss on 
their lives appeared to benefit from the group, whether or not they talked about future 
implications. Of the remaining two participants with early-onset dementia, one, Grace, 
benefited a great deal from the social aspects. The other, Edward, appeared to be one of the 
“independent and obsessional” type of personalities described by Kitwood (1997): He denied 
that the illness had any major impact on his life including his mood, he did not readily accept
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support and only appeared to find the group usefiil in terms of being able to help others. The 
participant with late-onset dementia, Harold, was time-orientated, continent and denied any 
memory problems at the beginning of the group. He was not confronted about his memory 
loss and by the end he became slightly more open.
These findings are in keeping with both Kitwood’s and FeiTs model - Edward’s denial of 
the impact of his problems appeared to be determined by his strongly independent 
personality and unlike Harold, did not change during the group. (Even though his memory 
improved with Aricept during the group his wife still reported major problems with his mood 
which he denied). Harold had a more easy-going personality - his denial of his problems 
appeared therefore to be more associated with his late-onset dementia and did change as he 
built up some trust within the group.
Of the four participants taking Aricept, two improved cognitively: Margaret and Edward. 
Margaret was very open about her memory loss, its effects and implications. She appeared 
to benefit from the group initially, but this changed when her memory improved with the use 
of Aricept and she did not want to remember how she felt when she was more severely 
impaired. Edward, also showed an improvement with Aricept, but his style of coping was 
very different than Margaret’s: Even before the improvement in his memory, he denied that 
his memory loss had much impact on his life and after the improvement, his wife reported 
continuing problems with his mood which he denied. It may be due to this apparent lack of 
insight that he did not appear to be so affected by the improvement with Aricept.
Evaluation of the group - the most helpful aspects and participants’ recall of the group
The aspect of the group which all the participants said that they found most helpful was being 
with others with the same problem and being able to share their feelings - the aspect of 
therapy which Yalom called “universality”(Yalom, 1975).This was found to be very 
important from evaluation interviews in previous studies of support groups for people with
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dementia. (Peach and Duff, 1991; Labarge and Trtanj 1995; Yale 1995). It was evident from 
the evaluation in the current study that the participants recalled general details of the groups 
such as the appearance of the room and other participants and staff, but few specific details 
such as people’s names or the topics discussed. This was confirmed by the caregivers who 
reported that their relative could not tell them exactly what they had done in the group on 
their return, but could give some details about the other people present and as the week 
progressed, certain recollections of the group emerged. Observations by the group leaders 
also showed that people could not respond to a question such as “What did we discuss last 
week” and techniques such as an imagery exercise for remembering names could be used 
successfully at the time of teaching, but could not be recalled the following week. Labarge 
and Trtanj (1995) report that they used “simple mnemonics”, but do not describe any 
evaluation of how effectively participants were able to use these). The findings in the current 
study that the participants were unable to retain these techniques would fit with the 
interacting cognitive subsystems model - in dementia the prepositional subsystem is 
impaired, but the implicational subsystem is intact (Williams, 1994). Thus information 
about specific events in the group is not stored effectively but emotional information such 
as the atmosphere of the group is stored in the implicational system.
Handouts were used to help with recall of material. In the evaluation, one participant stated 
that she still read through the handouts and a caregiver said that they had helped her to 
understand her mother’s problems. In the group, they were found to play a very useful role 
in keeping continuity from week to week and it would therefore be useful to have a handout 
with a detailed account of each session for every week, regardless of whether new 
information was discussed. Having a group for caregivers earlier on and explaining the 
material to them would be another way to deal with the problem of participants’s poor recall 
from the group and could improve outcome of the group.
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Findings from the group as a whole
a) Mood
Three of the eight participants (38%) had been diagnosed with depression and prescribed 
anti-depressants and one other participant had baseline self-ratings of anxiety above the 
normal range. This suggests that the mood of participants in the current study was slightly 
worse than found in a previous study of mood in early dementia. In a study by Wands et al
(1990) using the HADS, 28% of participants had scores above the normal range for 
depression and 38% for anxiety. However, the antidepressants in the current study and the 
fact that Wands et al used the Extended Scale for assessing cognitive impairment rather than 
the MMSE makes exact comparison difficult.
The discrepancy, between participants’ self-ratings and caregivers’ ratings of mood found 
in the current study replicates the findings of previous studies and reflect the complexities 
of measuring mood in dementia (Teri and Wagner, 1991; Mackenzie, Robiner and Knopman, 
1989; Forsell, Yorm and Winblad, 1993). This is discussed in the research dossier, pages 
44 - 45. In previous studies, discrepancies in depression ratings was usually found to be 
caused by the caregiver’s ratings being higher than the participant’s self-ratings with denial 
of low mood being associated with a general tendency to denial (Logsdon and Teri 1995; 
Gottlieb, Gur and Roben 1988; Feher, Larabee and Crook 1992; Mackenzie, Robiner and 
Knopman 1989). In the current study, higher ratings of depression by caregivers occurred 
for five of the participants, but for two, the participants self-ratings were higher then their 
caregiver’s. The discrepancies in the current study were found to be due either to the 
participant denying their low mood or alternatively hiding their true feelings from their 
caregiver in order to protect them.
The discrepancy between participants’ self-ratings and caregivers’ ratings of mood and lack 
of stability of mood from baseline made it difficult to examine changes in mood during the
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group, but, according to participants’ self-ratings, there was a trend towards a reduction in 
depression from the beginning to end of the group. However, there was also a reduction in 
depression from baseline which may partly be the result of one participant, Dorothy starting 
anti-depressant medication two weeks before baseline and partly due to the baseline 
interview making participants feel that something was being done to help them. (This was 
also found in the study by Yale, 1995). Dorothy’s improvement did not continue once the 
group had started and so her use of anti-depressant medication did not confound the 
reduction in depression found during the group. There was also a slight increase in 
depression at follow-up, but unfortunately a fall by one of the participants at this time may 
have affected this result. Five caregivers described short-term improvements in mood in the 
participants following the group sessions.
b) Coping responses
As with mood, discrepancies between participants self-ratings and caregivers’ ratings of 
coping skills and lack of stability from baseline make it difficult to draw definite conclusions 
about changes in coping responses during the group. However, there was a trend for an 
increase in the use of the coping response “remembering all the good times I have had” from 
the beginning to the end of the group. This can be seen as an ‘avoiding’ response aimed at 
distracting oneself from the problem, but it can also be seen as a positive way of creating a 
new identity, using past experiences to cope with the future and build self-esteem (Feil, 
1992b; Cheston and Bender, 1999).
cl Observations group process and content
Information from the group observation forms showed the issues which were important for 
the group participants and ways in which they coped with their illness:
Denial was used to some degree by all the participants: They talked about the memory
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problems they experienced and some participants also mentioned their fears for the future 
including further loss of abilities and about the emotional impact of the illness, but they did 
not name the illness (it appeared from the baseline interviews, that this also occurred at 
home- caregivers said the participants described their problems as old age or stress ), often 
minimized the impact on their lives and rarely asked for more information. This is consistent 
with the findings of Keady and Gilliard’s study that people with early dementia did not seek 
professional help themselves and with the finding from the baseline interviews in the present 
study that none of the participants had sought further information about their illness. Denying 
the illness or avoiding naming it, refusing to seek information about it, or minimizing the 
severity of their functional impairment and not wanting information about the later stages 
of the illness were also described in the studies by Bahro et al (1995), Snyder et al (1995), 
Yale (1995) and Labarge and Trtanj, (1995).
Thus, the early adaptive tasks of Moos and Schaefer’s model, establishing the meaning and 
understanding the personal significance of the situation and confronting reality, may be 
extremely difficult for a person with dementia and denial may be a helpful response (Lazarus 
and Folkman, 1984).
There was much evidence in the group of participants trying to keep control and deal with 
their memory loss - “confronting the external requirements of the situation” in Moos and 
Schaefer’s model. For example, they reported the extensive use of memory aids. However, 
they were using these to a great extent before the group started and did not spend a lot of time 
discussing ways of improving or adding to these in the group.
“Sustaining relationships with family members and fi*iends who may be helpful in resolving 
the crisis and its aftermath” (Moos and Schaefer’s third adaptive task) is very salient to 
people with dementia who are going to become increasingly dependent on their families and 
ftriends, (although the concept of “aftermath” does not apply in as much as the crisis is never 
likely to be over). A major topic of discussion within the support groups in the current study
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was relationships, dependency and the desire not to become a burden and this was well 
documented in previous studies of support groups (Peach and Duff, 1991; Snyder, 1995; 
Yale 1995). In Keady and Gilliard’s study (1997), even when the problem had been shared 
^vith a caregiver, a high level of concealment still occurred and in the present study, most of 
the caregivers said that the participants did not talk a lot about their illness. The group 
provided an important opportunity for participants talk freely without the caregivers present.
The married participants were very aware of their dépendance on their spouses and having 
a participant in the group whose husband had recently died confronted the married 
participants with the possibility of having to cope without their partner. However, this did 
not prevent them from being supportive to the bereaved participant.
Coping with the emotional impact of the disease - “maintaining a reasonable emotional 
balance by managing upsetting feelings aroused by the situation”(fourth adaptive task) 
formed a major part of the discussion in the groups and as with the group in Haggerty’s 
study (1990), techniques were discussed for dealing with the anxiety aroused by the illness, 
including relaxation exercises.
Feelings of being devalued by others and trying to maintain self-esteem through cognitive 
strategies or memories of the past was an issue in the groups in the current studies and in 
previous support groups (Labarge and Trtanj, 1995; Snyder et al, 1995; Yale, 1995). Moos 
and Schaefer described this as “preserving a satisfactory self-image and maintaining a sense 
of competence and mastery” in their final adaptive task.
There was also much evidence from the observation forms that a range of emotions was 
expressed in the group and that the participants were able to be supportive of each other. 
When the second group started and new members joined those from the previous group, there 
was some anxiety initially, but by week four there appeared to be group cohesion. However, 
only four of the seven members were present at week three and there was tension from the
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outset between two of the new members - without these factors the group may have become 
more cohesive earlier.
Criticisms of the study
The main limitation of the study is the small sample, making it difficult to generalise about 
findings and making it unlikely that any changes in mood which did occur would be 
statistically significant.
The mood data could have been improved by having some brief ratings of mood completed 
by the participants and caregivers more fi*equently throughout the study. It was a weakness 
of the study that the caregivers were not asked to rate the participants’ mood in the middle 
of the group. This could have provided a better picture of any mood changes with the group 
and allowed a more complete statistical analysis. The fluctuating reliability coefficients for 
the participants’ HADS scores during the study and the fact that the data was insufficient to 
test reliability for the caregivers’ scores were also limitations in the measurement of mood 
in the study.
The coping response data could be improved by continuing to use items from the IMMEL 
but checking for reliability and grouping items together on the basis of a factor analysis. For 
example, factors which might emerge could be ‘denial’, ‘keeping control’ ‘covering up’ 
‘reappraisal’ ‘remembering the past’ and ‘seeking support’. Grouping coping responses 
together might enable larger, more stable changes to be seen as a result of the group. It 
would also be better to have a specified time scale on the coping response questionnaire for 
rating the coping responses such as “during the previous week”and attention needs to be paid 
to items which might be seen as socially undesirable. An example of this is “making up 
stories to fill the gaps in my memory”. This could be rephrased more positively such as 
“trying to fill the gap in my memory rather than having to ask someone”. Questions about 
pre-morbid ways of coping could be included in the baseline interviews to link these with
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their present coping style.
Conclusions
Although medical treatments are being developed for dementia, it is still likely to be a long 
time before an effective cure for dementia is found and in the mean time, an increasing 
number of people are being diagnosed with dementia at an early stage. It is therefore crucial 
that we find ways of providing emotional support for these people and find ways of checking 
that this support is beneficial. If people can clearly be identified who do not benefit from 
support groups, it will be important to find other types of support, possibly based around 
occupational activities.
The main conclusions from the present study are as follows:
• Within a non-threatening environment, participants were able to be supportive of 
each other and to discuss their memory loss. They reported benefits from the group, 
in terms of support, if they were open about the impact of their memory loss on their 
lives, even if they did not look at the implications for the future. If they denied the 
impact of their memory loss initially, they still benefited from the social aspects and 
one such participant became a little more open as the group progressed. However, 
one participant with a strongly independent personality found it difficult to take 
support from others in the group and only benefited from feeling that he could help 
others.
• The participants reported that the most beneficial aspect of the support group was 
“universality”, being with others with the same problem and able to share feelings 
and experiences. Participants were able to recall the emotional atmosphere of the 
group rather than specific details of the content. Specific techniques to aid memory 
were not very beneficial because even participants with mild deficits (25 to 28 on the
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MMSE) were not able to recall many specific aspects of the group or retain cognitive 
techniques for improving their recall of information. The use of practical memory 
aids was helpful to the participants, but they were already using these to a high 
degree before their attendance at a group. Handouts giving a detailed description of 
each week’s session were found to be a very useful way to maintain continuity in the 
group.
Caregivers reported short-term improvements in mood in the participants following 
the group sessions. No significant changes in mood were found from the beginning 
of the eight week group intervention to the end, although there was a trend towards 
a decrease in participants’ self-ratings of depression.
The main clinical implication from the study is that emphasis needs to be placed on 
the social aspects of the group rather than techniques and the group needs to be 
structured to facilitate sharing and mutual support. It is the emotional atmosphere 
which participants are most likely to recall from the group and a safe emotional 
atmosphere should be created in which people can build up trust and be encouraged 
to be open about their problems, but not confronted. As it is the supportive aspects 
of the group which are the most important, rather than learning techniques, the group 
needs to be provided on a regular basis.
The main clinical implications for future research are: 1. It would be useful to look 
at changes in mood and coping responses in a support group for people with dementia 
in a larger sample using a) brief, frequent measures of mood from both participants 
and caregivers and b) a coping response questionnaire using items with specific 
relevance to dementia such as those in the IMMEL, but tested for reliability and 
based on factors. Such a questionnaire might also be a way of distinguishing the high 
and low use of denial as a coping response and this could then be looked at in relation 
to changes in mood and other gains from the group. 2. It would also be useful to
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study the effects of training caregivers in some of the models and techniques used in 
the group and see if this increases the benefits that participants receive from the 
group.
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APPENDIX B: CASE NOTE DATA
Gender
Age
Marital Status
Living circumstances - whether client lived alone, with a spouse or with someone 
else
Past psychiatric history - this was coded as “yes” if there was reference in the 
notes to contact with a psychiatric service prior to the current referral or “no” if 
there was no such reference.
Hospital admission - this was coded as “yes” if there was a psychiatric hospital 
admission within the current episode of care and “no” otherwise.
ECT - this was rated as “yes” if the client received ECT during the admission 
referred to in the previous coding and “no” otherwise.
Diagnosis - this was taken from the psychiatric report written to the client’s GP 
after referral to the day hospital.
Length of attendance at day hospital - this was calculated in weeks. Most 
people attended one day a week.
Outcome rating - this was taken from the discharge summary
Follow up- the type(s) of follow up care the client received was taken from the
notes
Relapse - if the client was re-admitted to the day hospital or psychiatric ward this 
was recorded.
Disability rating - this was derived fi’om a scale completed by staff. The staff 
rated the client on a one to five point scale on mobility, hearing, vision and health 
(giving scores from 4 to 15). This was based on the Winchester Disability Rating 
Scale - see Appendix A)
APPENDIX C: SEMI-STRUCTURED INTERVIEW
REFERRAL AND ADMISSION
1. Why were you referred to the day hospital?
Who referred you?
What did they say?
Had you had psychiatric treatment before?
2. For how long did you attend the day hospital?
Did you feel you needed to attend for longer?.
3. Were you asked how you wanted to be addressed on admission?
How do you prefer to be addressed?
Mr/Mrs/Don’t mind 
Did staff do this?
4. What information were you given about the day hospital?
What did you want to know?
Would a leaflet about how the day hospital operates be useful?
5. Would you have liked anything to have been done differently on admission?
Was there anything you didn’t like when you arrived at the day hospital? 
Were you orientated to the building?
TREATMENT
6. What groups did you attend at the day hospital?
Therapeutic Activities
Relaxation Word games
Anxiety Management Art and Craft
Discussion 
Others:
7. Which group activity did you like the best?
Which group activity did you like the least?
8. What was most helpful?
Activities
Meeting other people 
Talking to staff 
Advice (re: medication)
Going out for the day 
Other
9. Please comment on good or bad experiences
10. How much did you benefit from attending the day hospital?
Did attending make you 
A lot better 
A bit better 
The same 
Worse
In what way has it made you better/worse
STAFF
11 Did you see any of the following staff at the day hospital? 
Doctor 
CPN
Social worker 
Occupational Therapist 
Physiotherapist 
Psychologist
12. Did you find the staff at the day hospital friendly?
Did you know who your key worker was?
13. Were you able to talk to staff when you needed to ?
Did you feel you were treated with respect?
Was there privacy when you needed it?
14. Were your relatives involved in your care?
If so, was your treatment discussed with them?
Did staff contact them by phone?
Invite them to a meeting?
See them at home?
If not, did relatives have to contact staff?
Was this contact welcomed?
DISCHARGE AND FOLLOW UP
15. Was your discharge planned well in advance?
Were you told at the beginning approximately how long you would be attending for? 
Were your views taken into account?
16. What follow-up was arranged for you?
CHMT: CPN
Outpatient 
Physiotherapist 
Occupational Therapist 
Club run by CHMT staff 
Other: Day centre
Home time (support worker)
Home care 
Respite care 
Was the follow-up discussed with you?
Was it clear what it would involve?
17. How helpful did you find the follow-up?
Has the follow-up helped?
If yes, how? General support, someone to talk to 
Advice re; medication 
Specific treatment 
If no, what would have helped?
Social club Support group Leaflets
Telephone number Home visits Other
Help for carer Outpatient appointments
18. Are you still in contact with the service?
If yes, in what way?
If no, do you receive any other support?
19. Since discharge have you been well:
All the time 
Most of the time 
Some of the time 
Not much of the time 
No difference 
Worse
/-vr r  L:iNLVi/\ iv
Director: Dr Paul Lelllott
College Research Unit
11 Grosvenor Crescent London SW1X 7EE
E-Mail; CRULondon@CompuServe.com
0 7 0
Telephone: 0171 235 2351 Ext:
Fax: 0171 235 2954
Ann Marshall 
Clinical Psychologist
Winchester & Eastleigh Healthcare NHS Trust
Community Mental Health Team (Older People)
Newtown House
2a/2b Newtown Road
Eastleigh
Hampshire
SO50 9DB
14th January 1999
Dear Ms Marshall
Thank you very much for sending me a copy of your clinical audit project report, 
A Study of Day Hospital Use and Follow-up in Older Adults with Functional 
Mental Health Disorders.
The publication, Improving the Care of Elderly People with Mental Health 
Problems: Clinical Audit Project Examples, has already been sent to our 
publications department and it is now too late to add any information. I will, 
however, keep hold of your report so that if the book is updated at any point I will 
update your project example as necessary.
The book is now scheduled to be available in May and I will ensure a  copy is 
sent to you.
Thank you for your generous help.
Yours sincerely
Kirsty MacLean Steel 
Project Officer
APPENDIX F
HANDOUTS USED IN THE CROUP
GROUP 1
(Handouts were given for weeks 1-5 and week 8. At other weeks 
no new material was presented).
MEMORY GROUP WEEK 1
AIMS OF THE GROUP: To learn more about memory.
To offer an opportunity to talk with others who share similar 
problems and so understand them.
To learn special skills and techniques that help me to 
remember things.
To learn other skills that will help me to cope better with my 
memory problems.
1. We began by filling in a few questionnaires with the help of Ann and Lin, then 
Wendy brought us in a cup of tea.
2. Ann welcomed us to the first session of the Memory Group. We introduced 
ourselves to the Group and then spent a few minutes chatting a little about 
ourselves with the person who was sitting next to us.
3. We took turns at introducing ourselves and the person to whom we had been 
chatting to the whole group and then we each made a name badge jfrom a 
sticky label to wear on our clothes. -
4. Aim discussed with us the Aims of the Memory Group - see at the top of this 
page. They are that the group offers us a place to learn more about 
memory, a chance to share our own memory problems with others 
experiencing similar problems and, importantly, a place to learn skills for 
dealing with our problems.
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5. We talked about the kind of problems that having a poor memory causes for 
us, and Wendy wrote them up on the board. The problems that we noted 
were:
Forgetting where I have put things.
Going to do something and then forgetting what it was.
Coping with other people's responses to our poor 
memory - that people did not always give us 
enough time.
Getting lost when we were outside of our homes.
Forgetting skills that we used to have - such as 
cooking.
Forgetting what day it is.
Forgetting appointments and future events.
Forgetting names or faces of other people.
Forgetting conversations we have just had.
Losing track of our own conversations.
Realising that it is easier to remember things that 
happened long ago and less easy to remember 
recent things.
6. We learnt that there are two parts to our memory that play an important role in 
remembering. We have a LONG-TERM MEMORY and a 
SHORT-TERM MEMORY. In order for us to be able to remember 
something it has to pass from our short-term memory to our 
long-term memory. People who are experiencing memory problems often 
find that their biggest problem is forgetting things very quickly. This 
forgetfulness implies that our short-term memory is finding it difficult to 
hold on to the information long enough to allow it to pass over to our 
long-term memory.
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7. One of the ways to improve your memory is to find ways of holding new
information in your short-term memory long enough to allow it to make it's 
way to your long-term memory. There are many skills that you can learn to 
do this. We discussed some of them and Wendy wrote them up on the 
board for us.
The skills that we noted were:
Writing everything down.
Always putting things - such as keys - in the same place.
Making connections between information given to us and 
ourselves - make the new information meaningful and 
personal.
Use calendars as much as you can.
These, and other skills that you will be taught later in the course, 
will help you to feel more independent and begin to build up your confidence.
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MEMORY GROUP WEEK 2
1. We started by recapping the aims of the Group and highliglited the important 
points;
The group is a place to learn more about how memoiy works.
The group is a place to discuss the problems we are experiencing 
with our memories with other people who are experiencing similar 
problems.
The group is a place to learn strategies that will help us to deal with 
our memory problems effectively and so give us confidence and 
independence back.
I. We talked again about the sorts of things that are easier for us to remember, 
and about the things people often forget. Remember that information must 
be held long enough in short-term memory so that it can pass into 
long-tenn memory and be recalled when we need it. There are many 
techniques that can help us to do this and here are some of the ones we 
discussed and some that we didn't but other people have found useful:
SOME SKILLS TO HELP REMEMBERING.
Write absolutely anything and eveiything down that you need to remember 
and keep looking at your note.
Keep a notebook in your handbag and use this one book to write down the 
things that it is important to remember.
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3. Use a big calendar that is kept in a place where you will see it often and
record all your important dates on it, such as birthdays and appointments. 
Use more than one calendar if you want to and put them up in your house 
at places where you often are, such as by the kettle, on top of the radio or 
the television, even in the lavatory! I
4. Put the radio or the television on each morning when you wake so that you
can find out what day it is. Then you can check your calendars and 
notebook to see what you are supposed to be doing today.
5. Write down on a sticky label the important things that you have got to do
tomorrow and stick it to your bedside table. You could also put the date on 
this reminder so that you will know what day it will be.
6. If you find that you are forgetting that you have already telephoned your
friends and family during the day try sticking a coloured sticker on the 
handset of the telephone to remind yourself that you have already spoken 
to them. Do remember to take these stickers off each niglit!
7. Try keeping a notebook by the telephone not just for your important telephone
numbers but to write down who you have spoken to and the details of the 
telephone conversation you have just had.
8. If you find that you are forgetting if you have had a meal or not try putting a
sticker on the fridge to remind yourself that you have already had lunch. 
Alternatively set a alann clock for lunch-time so that you will know that it 
is time to eat if you are hungry!!
9. Remember that if you feel that you have lost track of time during the day the
television and the radio will help you to find out what time of day it is.
10. Try to always put important things like your purse, your keys or your
handbag down in the same place so that you will get used to finding it 
without worrying. For example always put your keys either back into your 
handbag, or perhaps put them next to the telephone.
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11. Wlien you find that you cannot remember something tiy giving yourself clues 
to help you remember;
1. If you cannot remember the name of an object or place try 
going tlirough the letters of the alphabet...ask yourself "does 
it begin with an 'A', a 'B', a 'C'...."
2. If you find that you cannot remember why you went into a 
room ask yourself "Did I want a cup of tea, did I want the 
newspaper, did I want my slippers...? Alternatively walk out of the 
room again, sometimes this simple trick works!
3. If you forget a place name try going through all the places 
that you can remember and you may find that the one you 
have forgotten will spring to mind.
Remember that all of these tips are designed to try to make 
remembering easier for you so although some of them look like a 
lot of effort do try them out and see which ones help you and 
your family.
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MEMORY GROUP WEEK 3
1. We ended last week's session with a discussion about how it feels when you
forget things. The words Ann recorded on the board were:
Very angry - want to swear
Friglitening
Stupid.
2. This week we talked more about how having memory problems affects not
only yourself, but the way it leads others to treat you.
We talked about how forgetfulness wasn't only an annoying problem 
for you but that it led to the confidence you have in yourself 
lowering.
We discussed the way that those you are closest to can sometimes 
be overprotective, and whilst appreciating that this 
overprotectiveness comes from their concern for you, there 
was agreement that it took away confidence in your own abilities, 
and lessened your independence. Somone did comment, though, that 
perhaps this overconcem should be tolerated if it had the effect of 
reducing the worry experienced by your family.
We also talked alot about the attitudes of other people to your 
memory problems. Some of you had experienced rudeness from 
others. This had led to people restricting their social life so that 
they could avoid this happening again. This we decided was not 
fair, and that people do not have the right to be intolerant.
Finally we discussed how relatives can sometimes make comments 
to you that are not at all helpful - "pull yourself together” - and 
that it was very difficult to ask them not to make such hurtful 
comments because they were relatives of yours.
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We decided that next week we would begin to look at strategies for dealing
with the matters we had discussed.
A TIP FOR REM EM BERING NAMES.
A common problem is recognising someone's face but not remembering their 
name. There are skills that can aid the remembering of names.
The Connection Game!
The skill to learn is to make a connection between something about the 
person and their name. The connection might be that you already know 
someone with that name. A connection might be that you know them for 
doing something memorable or funny.
It might be that you can have a picture in your mind from the 
persons name.
It might be that you can make a comiection between their name and 
something that rhymes with their name.
The connections that you make to help you remember someone's name 
must ring a bell with you so that they will be useful reminders.
Making information as well as names have some personal meaning for you 
will help the recollection of that information.
Finally, remember that if you really cannot remember someone's name the 
best thing to do is to say so. This will reduce your own feelings of 
embarrassment and anxiety - "I'm  sorry, I know that I know you but I 
cannot rem em ber your name." ^
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MEMORY GROUP WEEK 4
1. We began this week by talking again about how other people sometimes treat
you when you have memory problems. Some of you have experienced 
rudeness from other people. We decided this was not fair or nice, and that 
people should not be intolerant or rude to you.
2. We discussed some ways of dealing with people's reactions when our memory
problems caused us social difficulties.
Ignore it!!
Say: "Let's hope you won't have the same problem".
If they say: "I've told you that already ", say "Maybe you have but 
please can you tell me again?".
Say: "It make's it harder to remember if you get impatient with me".
 "Give me a little clue".
....."I'll be alright in a minute - give me time".
 "Hang on a minute - I've lost track". —
 "Wliat were we talking about?".
Tell yourself: "If you're given a few moments, it comes back".
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3. Having memoiy problems can make you feel anxious and lose confidence. It is 
a fact that when you are anxious your memory problems can appear worse. 
It is important that you do things for yourself that help you to feel relaxed.
Here are some relaxation ideas that we discussed in the group:
Talking
Have a whisky or sherry (just one!)
Have a bath 
Yoga
Going for a walk 
Cup of tea 
Sit in the garden 
Keep yourself busy 
Watching television
Imagery ( make up a picture in your mind)
Relaxation and Breathing exercises 
Music
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MEMORY GROUP WEEK 5
1. We talked again about how having memoiy problems affects
relationships with our family or close friends. We discussed that 
when you have memory problems then other people sometimes treat you 
in a not very nice manner. Remember that if you find yourself in this type 
of unpleasant situation there are things that you can do:
1. Tell people that your memoiy is not so good - they are more
likely to be pleasant and not treat you as if you are stupid.
2. If you have lost track of what you are saying tell the other person
that you've lost track and ask if they can prompt you.
Relaxation
2. We talked about how mood can affect our memoiy. When we get
stressed, agitated or angiy then it can be more difficult to remember 
things. Wendy took us tlirough a relaxation teclinique that could be used at 
home. On the next two pages are scripts for two relaxation tecliniques - 
learn them and take yourself tlirough them or ask someone to talk you 
through them.
To begin each of them you follow these easy steps:
L Settle yourself comfortably in a chair that supports your neck 
and head.
2. Become aware o f your breathing', deepen your breathing, 
breathing in through your nose and gently out through your mouth.
3. Let your breathing become natural and then treat yourself to 
some relaxation!
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(i) Muscle Tension and Relax.
Settle yourself comfortably in a chair that offers your head and neck some
support allow your anns to just rest by your sides let your eyelids
gently close ..think about your breathing begin to take deeper
breaths, in tW ugh your nose and breathe out gently through your
n^outh any noises that you hear just acknowledge the noise and do not
let it distract you after about 10 deeper breaths allow your breathing
to become natural. Begin with your hands clench your hands up in
to fists as tight as you can so that you can feel the tension but not so that it
is painful hold this tension for a count of 10 in your head and then let
your fists relax really become aware of the difference between the
feelings of tension and relaxation repeat this fist tensing
 next tense you hands into a fist and raise your arms out in
front of you to shoulder height feel the tension in your arms....hold for
10 and then relax....... repeat this twice more then move to your
shoulders pull your shoulders up to your ears hold this and then
relax....really feel the difference between tension and relaxation do
your shoulders twice more remember all movements should be gentle
and calm then think about the muscles of your face....tense your face
up as tight as you can really screw your face up hold this for 10 and
then relax......do this a couple more times now just sit and enjoy the
feeling of being relaxed and drifting......................
............... when you are ready begin to become aware of the room and
aware of any noises you can hear allow your eyes to open when you
are ready and remain still and calm for as long as you can when you
are ready to stand up do so but don't rush! ! ! ! ! !
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(ü) Guided fantasy
Put on some gentle and interesting music that you like. Settle yourself in a
chair and begin to deepen your breathing in slowly and deeply through
your nose and then out gently through your mouth you can do some
muscle tension and relaxation exercises if you want to do the parts of
your body that you are aware are tense each time tense up a part of
your body hold that tension for a count of 10 and then relax  really feel
the difference between tension and relaxation become aware of your
music....keeping your eyes closed let the music take you on a fantasy
journey let you mind take you on a relaxed walk along a beach, maybe
an early morning walk in the forest....let your mind take you anywhere 
that is a good place to be..........
when you are ready let yourself gradually become aware of the room and
your surrounding and of any noise that you can hear very slowly
come back to reality but stay with the feeling of having been somewhere 
nice and relaxing.............
Do try these at home!! They are lovely exercises and 
make you fee l good!!
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MEMORY GROUP WEEK 7
NO HANDOUTS ACCOMPANIED THESE PARTICULAR
SESSIONS
The Memory Group.
You have just completed an 8 week Memory Group at Newtown House. Your 
friends in the group were ' ' . ' • This
final sheet is to remind you what you as group members felt were thv most 
important points that you had learned from attending the Memory Group.
1. All of you agreed that the Group offered you a sharing, understanding and
supportive place to be.
2. There were Memory Aids that were discussed in the group that members are
now using to help themselves. These include:
7. Keep a notepad by the telephone.
2. Use connection games in your head to help you remember names
ofpeople.
i .  Put stickers up on your bedside table to remind you what you need 
to remember to do tomorrow.
4. Put up lots o f  calendars around the house and use them to write
down all o f  the important things that you need to remember.
5, Remember that your mood will affect your memory's performance
- do something nice with yourself that lightens your mood.
6, Relaxation techniques are marvellous ways to calm down - put
some nice music on and allow yourself to drift.
7. Remember that you are not the only person in the World
experiencing memory problems - share your fears and 
problems with somebody so that you do not sit alone and 
worry. ^
3. Keep on using your group notebook to record important things that you
would like to remember.
4. Leave your Memory Group booklet on your coffee or bedside table and read it
as often as you can. Share it with your friends or your family so that the)' 
will know that you are trying to help your own memory. Also if they know 
what it is that you have learned from the Group they can help you to keep 
it up!!
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GROUP 2
(Handouts were given for weeks 1-7)
MEMORY GROUP WEEK 1
AIMS OF THE GROUP:
• To learn more about memory.
To offer an opportunity to talk with others who share similar 
problems and so understand them.
• To learn special skills and techniques that help me to
remember things.
To learn other skills that will help me to cope better with my
memory problems.
1. We began by having a cup of tea or coffee and filling In a few 
questionnaires with the help of Ann and Sarah.
2. We spent a few minutes chatting about ourselves with the person 
next to us. Then Ann welcomed us to the first session of the 
memory group and we all Introduced ourselves to the rest of the 
group.
3. Ann discussed with us the Alms of the Memory Group - these are 
listed at the top of this page. They are that the group Is a  place to 
learn more about memory, It offers us the opportunity to share our 
own memory problems with others who are experiencing similar 
problems and. Importantly, It Is a place to learn skills for dealing 
with our problems.
4. We talked about the kind of problems that having a poor memory 
cause for us, and Ann wrote these up on the board. The problems 
that we came up with were:
When having a  conversation, getting into trouble’ for not 
remembering what the other person said
Forgetfulness
Not remembering appointments
Losing things, for example losing keys
Forgetting what I was about to say
Not remembering telephone m essages
Forgetting the names of people that I have met recently
5. We also talked about how there are some things that do not cause 
us the sam e sort of difficulty, such as remembering well established 
routines that we have and our memories for the past.
6. We learnt that there are two parts to our memory that play an 
Important role In remembering. We have a LONG-TERM MEMORY 
and a SHORT-TERM MEMORY. In order for us to be able to 
remember something It has to pass from our short-term memory to 
our long-term memory.
People experiencing memory problems often find that their biggest 
problem Is forgetting things very quickly. This forgetfulness 
suggests that our short-term memory is finding It difficult to hold on 
to the Information for long enough for It to pass Into our long-term 
memory.
7. We each made a name badge from a sticky label and put these on. 
We talked about the common problem of remembering the names 
of people whom we meet. We learnt that there are some skills that 
can help us remember names.
The Connection Game!
Make a connection between something about the person and 
their name.
• The connection might be that you already know someone 
with that name.
« The connection might be between a famous person with the 
sam e name and something about the person that reminds 
you of the famous person.
• You might make a connection between something about their 
appearance and their name.
• You might make a connection between their name and 
something that rhymes with their name.
The connections that you make to help you remember 
someone’s name must ‘ring a bell’ with you so that they will be 
useful reminders.
8. We put some of these tips about remembering names Into practice 
to try to remember some of the names of the people In the group. 
Then we each put our name badges on the table In the middle of 
the room and had a game of trying to match the name badges to 
the right person!
MEMORY GROUP WEEK 2
1. We began by talking about last week’s session and highlighting the 
Important points. We recapped on the alms of the group. These 
are:
• To learn more about how our memories work.
• To talk about our memory problems with other people who 
are experiencing similar problems.
• To learn strategies for dealing with our memory problems.
2. We recapped on how memory works. We have a short term 
memory and a  long term memory store. New Information has to be 
held for long enough In our short term memory for It to be able to 
pass Into our long term memory, when It can then be recalled when 
needed.
There are many techniques that can help us to hold Information In 
our short term memory so that It can then pass Into our long term 
memory. We discussed some of the techniques for remembering 
that people In the group already use, and we discussed some new 
techniques too. Below Is a list of the techniques and skills that we 
discussed. Also Included are some skills that we did not discuss 
but which other people have found useful.
Some skills to help remembering
1. Write everything down that you need to remember, and keep 
looking at your note.
2. Keep a notebook in your handbag or pocket so that you have it with 
you at all times and use this one book to write down the things that 
you need to remember.
3. When you go shopping, use a shopping list to remember what you 
need to buy or use the receipt from your last week’s shopping to 
remind you of what you might want.
4. Use a big calendar that is kept in a place where you will see  it often 
and record all your important dates on it, such as appointments and 
birthdays. Use more than one calendar if you want to and put them 
up in your house in places where you often are, such as by the 
kettle, on top of the television, even in the lavatory!
5. Put the radio or television on each morning when you wake up so 
that you can find out what day it is. Then you can check your 
calendars and notebook to see what you are supposed to be doing 
that day.
6. Write down the important things that you have got to do tomorrow 
on a sticky note and put this on your bedside table. You could also 
put the date on this note so that you will know what date it is when 
you wake up.
7. To remind you of things that you have to do, try putting things out 
ready. For example put tablets that you need to take somewhere 
prominent, or put your shopping bag by the front door to remind you 
that you are planning to go shopping.
8. Try keeping a notebook and a pen by the telephone and write down 
who you have just spoken to and brief details of the telephone 
conversation that you have just had.
9. If you find that you forget whether you have already telephoned 
your friends or family during the day, try sticking a coloured sticker 
on the handset of the telephone to remind yourself that you have 
already spoken to them. Remember to take these stickers off each 
night.
10. If you find that you are forgetting whether you have had a meal or 
not, try putting a sticker on the fridge to remind yourself that you 
have already had lunch. Alternatively, set an alarm clock for lunch 
time so that you will know that it is time to eat if you are hungry.
11. Remember that if you have lost track of time during the day the 
television and radio will help you find out what time of day it is.
12. Trying to remember too many things at once can be difficult, for 
example it is difficult to remember what someone has said to you if 
you were also trying to watch television at the same time! So 
concentrate on remembering one thing at a time.
13. Try to always put important things such as your keys, purse or 
handbag, in the sam e place so that you always know where they 
are. For example always put your keys back into your handbag or 
on a special hook in your house.
14. When you go out in the car, write down where you have parked 
the car and keep the note with you.
15. If you find that you cannot remember something try giving yourself 
'clues’ to help you remember:
• If you cannot remember theTïame of an object, try going through 
the letters of the alphabet. Ask yourself, “Does it begin with an ‘A’, 
a 'B ’, a ‘C’...?”.
• If you go into a room and cannot remember why, ask yourself, “Did 
I want a cup of tea, did I want my s l ip p e r s .A l t e rn a t iv e ly  looking 
through drawers or cupboards may jog your memory or sometimes 
just walking out of the room again works!
If you cannot remember a place name, try going through all the 
places that you can remember and you may find that the one which 
you have forgotten will spring to mind.
All these tips are designed to try to make remembering easier for 
you. Although some of them sound like a lot of effort, do try them 
out and see which ones help you and your family.
MEMORY GROUP WEEK 3
1. We began with a recap of the last group session which was held 
two weeks ago. We looked at the leaflets summarising the last 
session to remind us that we had discussed skills and techniques 
for helping us to remember things.
2. We talked about how having memory problems makes us feel and 
Sarah wrote this on the board. Some people said they felt:
• very cross with myself when I cannot remember 
something
• anxious when I forget something
3. We taiked about how memory problems also affects the way in 
which other people treat us and how this makes us feel.
4. We talked about the things that other people do that help us with 
our memory problems. These included:
• helping me to calm down - this makes it easier to remember 
something
• giving me time to remember something myself, rather than 
just telling me what it is that I've forgotten
• giving me clues or prompts to help me remember
• being patient
5. People in the group also said that they helped themselves with their 
memory problems by;
• making myself still do things for myself
• not letting other people take over
• standing up for myself
6. We talked about the things that other people do that are unhelpful 
for us when we are having memory problems;
• getting impatient with us
• saying Tve already told you that ten times!’
• being rude to us if we forget something
• doing things for us instead of helping us to do it for ourselves
These things can make us feel worse and this then makes it even 
harder to remember things.
7. We also talked about how our relatives and friends may feel when 
we are having trouble remembering. We said that we could 
understand how they may feel annoyed or impatient with us at 
these times. Some people said that they let their family do things 
for them, even though they would rather do it themselves, because 
they know that their family are trying to be helpful.
8. We came up with some suggestions for what to say to people when 
we are having trouble remembering.
• “It will come to me in a minute’’
• “Give me a clue.’’
• “Even if you have told me already, perhaps you can tell me 
again.”
• “This might happen to you one day!”
9. We also talked about events and people from our pasts. Some 
people commented on how they could remember events from years 
ago as  vividly as  if they were yesterday. Other people said that they 
did not often think about the past. We commented on the 
differences between people and how different people also use 
different ways to cope with their memory problems.
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MEMORY GROUP WEEK 4
1. We began this week by talking again about how we feel about 
having memory problems. People said that when they forget 
something they often feel -
uptight
annoyed
cross
angry with themselves 
foolish
2. We talked again about the ways in which other people treat us 
when we have difficulty remembering something. Some people are 
helpful to us, for example by being patient and giving us time to 
remember. People in the group had also encountered people who 
were impatient or rude when they could not remember something. It 
was suggested that these people needed to be reminded that they 
too might have memory problems when they get older!
3. Feeling uptight, anxious, annoyed or angry can make it harder to 
remember something. It is often easier to remember things when 
we feel calm and relaxed. We talked about the things which we can 
do to help ourselves feel calm and wrote these on the board -
#
thinking about something pleasant 
talking to people who understand
11
reading 
sewing 
crosswords 
meditating 
yoga 
exercise
We noted that not everyone finds the sam e things relaxing, for 
example one person said that doing a crossword made them feel 
calm and someone else said that crosswords annoyed them!
4. Next, Ann talked us through a relaxation exercise that can be used 
at home. The exercise involved tensing and then relaxing different 
muscles in our bodies, one by one. Once we had relaxed ourselves 
using this exercise, we imagined a pleasant or relaxing scene 
whilst listening to a  piece of piano music.
On the next page are some instructions for the relaxation exercise 
so that you can try practising it at home. You can read the 
instructions and then practice it on your own, or you can give the 
script to a friend or relative and ask them to talk you through it.
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RELAXATION EXERCISES
1. Sit yourself comfortably in a chair. Make sure that your back is well 
supported and that your feet are flat on the floor. Rest your hands in 
your lap.
2. Let your eyes gently close.
3. Become aware of your breathing; let yourself breath at a natural 
rate, breathing in through your nose and slowly out through your 
mouth.
Then follow one or both of the relaxation exercises below.
1. Muscle tension and relaxation.
Let your attention begin to focus on your body sitting in the chair.... 
continue to breath at a  natural rate and imagine that each time you 
breath out you are letting go of some of the tension in your body....
take your attention to your feet scrunch your toes and feet up as
tight as you can hold this for a moment and now let your toes
and feet relax repeat this thinking about how different your
feet feel when they are relaxed........
now think abut your legs stretch your legs out in front of
you hold them here for a moment.......and now let your legs relax
so that your feet are placed flat on the floor supporting your legs 
again repeat this
now take your attention to your hands........clench your hands into
fists hold them like this for a moment and now let your hands
relax, resting them gently in your lap repeat this thinking
about how different your hands feel when tensed and relaxed........
now think about your arm s stretch your arms out in front of
you hold them here for a moment........and now let them flop back
down by your sides repeat this........
now think about your shoulders hunch your shoulders up as high
as you can hold them here for a moment and now them relax
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back down repeat this think about how different your
shoulders feel when they are relaxed........
now clench your teeth tightly together hold this for a
moment and now unclench your teeth and let your jaw relax so
that your mouth is just slightly open........
now screw your eyes up tightly hold them like this for a
moment and now let your eyes and all the muscles in your face
relax........
now you have relaxed all the different parts of your body let your
yourself just sit and continue to enjoy this feeling of being calm and 
relaxed .
When you are ready bring your awareness back to the room and the
present slowly open your eyes look around you and take in
your surroundings but remember the feeling of being calm and
relaxed and try to carry this feeling with you for the rest of the day.
2. Relaxation with music
Have some music quietly playing that you like and that you find
relaxing begin by focusing on the music and let the music and
your imagination take you on a fantasy journey this might be to a
favourite place that you know which is quiet and relaxing perhaps
it is a walk along a beach in the summer time or a quiet spot in the
countryside in spring let your imagination take you anywhere that
is a pleasant place for you to be........
and think about what you can see around you what sounds can
you hear what scents can you smell what does the ground
feel like under your feet can you feel the sun on your shoulders or
a gentle breeze on your face .
When you are ready, gradually let your awareness come back to the
room and the present and slowly let your eyes open look
around you and gradually take in your surroundings again but
remember the feeling of being calm and relaxed and try to carry this 
feeling with you for the rest of the day.
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MEMORY GROUP WEEK S
1. We began by filling in some questionnaires.
2. Then we played the ‘name game’. We each wrote our name on a 
sticky label and put these on the table in the middle of the room. 
Then we took turns at picking a name label and everyone in the 
group helped with matching the name label to the correct person.
We talked again about ways to help remember names. These 
included making a connection between the person and a famous 
person who has the sam e name. Or making a connection between 
the person and someone you know who has the sam e name.
3. We discussed the different techniques that people are using to help 
them remember everyday things. These included:
writing things down 
taking a shopping list with you 
writing appointments on a calendar 
using a  diary
putting your shopping bag by the front door to remind you of it
4. We talked further about the difficult situations which people have 
experienced through having memory problems and about how to 
deal with people who are impatient.
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We talked further about how our families support and help us with 
our memory difficulties. We also talked about grandchildren and 
recognised that they may not understand the sort of problems with 
memory that we have. This led to a discussion about the different 
generations. Someone commented that there seem s to be more to 
remember these days, compared to when we were younger!.
6. We ended the meeting by practising the relaxation exercise.
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MEMORY GROUP WEEK 6
. We began by recapping on last weeks group.
2. We all tried to think of something pleasant that we had done during 
the past week and shared this with the rest of the group.
3. We talked about the things that we do well. Several people talked 
about the different jobs and careers that they have had and about 
the hobbies that they enjoy. We also thought of the positive 
qualities that we each have, such as having a sense of humour or 
being a kind grandparent.
Although we have spent most of the group talking about memory 
problems, we found that we also had plenty to say about the 
positive things about ourselves and about the things that we do 
well.
4. We practised the ‘tense and relax" relaxation exercise and then 
listened to a piece of music while imagining a relaxing scene.
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MEMORY GROUP WEEK 7
1. We recapped on previous sessions of the group.
2. We talked about what had been the most important or most helpful 
aspects of the memory group.
• Everyone seemed to think that meeting other people who also had 
memory problems had been important. These are some of the 
comments made:
Being with other people who have the sam e problems is good 
because they understand what it’s like.
Knowing that other people are ‘in the sam e boat’ - this makes 
me feel like I am not alone.
Feeling ‘put at ease’ - because everyone has the sam e 
problems.
• Most people seemed to think that talking and sharing expereinces 
had been important. These are some of the points people made:
Everyone is very ‘open’ and prepared to talk about their 
experiences to each other.
Talking about things rather than ‘bottling it up’ inside helps.
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APPENDIX F
FO R M S/O U ESTIO N N A IR ES
HOSPITAL ANXIETY AND DEPRESSION SCALE*
HOSPITAL ANXIETY AND DEPRESSION SCALE (ADAPTED FOR CAREGIVER 
TO RATE PARTICIPANT’S MOOD)
COPING QUESTIONNAIRE (PARTICIPANT RATING)
COPING QUESTIONNAIRE (CAREGIVER RATINGS)
PRE-GROUP INTERVIEW (PARTICIPANT)
PRE - GROUP INTERVIEW (CAREGIVER)
MEMORY GROUP EVALUATION (PARTICIPANT)
MEMORY GROUP EVALUATION (CAREGIVER)
GROUP OBSERVATION FORM (FOR INDIVIDUAL PARTICIPANTS)
GROUP OBSERVATION FORM (FOR GROUP AS A WHOLE)
*copied from origmal into larger print
Name: Date:
Hospital Anxiety and Depression Scale (HAPS).
D
I feel tense or ’wound up’.
Most of the time
A lot of the time
From time to time, occasionally
Not at all
I still enjoy the things I used to enjoy.
Definitely as much 
Not quite so much 
Only a little 
Hardly at all
I get a sort of frightened feeling as if something awful is about 
to happen.
Very definitely and quite badly 
Yes, but not too badly 
A little, but it doesn't worry me 
Not at all
I can laugh and see the funny side of things.
As much as I always could 
Not quite so much now 
Definitely not so much now 
Not at all
W orrying thoughts go through my mind.
A great deal of the time 
A lot of the time 
Not too often 
Very little
Page I of 3
DI feel cheerful.
Never 
Not often 
Sometimes 
Most of the time
I can sit a t ease and feel relaxed.
Definitely 
Usually 
Not often 
Not at all
I feel as if I ’m slowed down.
Nearly all the time 
Very often 
Sometimes 
Not at all
I get a sort of frightened feeling like ’butterflies’ in the stomach
Not at all 
Occasionally 
Quite often 
Very often
I have lost interest in my appearance.
Definitely
I don't take as much care as I should 
I may not take quite as much care 
I take just as much care as ever
I fee! restless as if I have to be on the move.
Very much indeed 
Quite a lot 
Not very much 
Not at all
Page 2of 3
D
I look forward with enjoyment to things.
As much as I ever did 
Rather less than I used to 
Definitely less than I used to 
Hardly at all
I get sudden feelings of panic.
Very often indeed 
Quite often 
Not very often 
Not at all
I can enjoy a good book or radio or television programme.
Often 
Sometimes 
Not often 
Very seldom
Totals
Ref: HADS /Memory Group 2
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Name:
Carer of.................................................
Relationship: Date:
Hospital Anxiety and Depression Scale fHADS).
Please think about the person you are caring for; read each of the statements 
below and circle the answer that you believe best reflects the way they have been 
feeling during the past week.
D
Feeling tense or ’wound up’.
Most of the time
A lot of the time
From time to time, occasionally
Not at all
Not sure
Still enjoying the things they used to enjoy.
Definitely as much 
Not quite so much 
Only a little 
Hardly at all 
Not sure
Experiencing a sort of frightened feeling as if something awful 
is about to happen.
Very definitely and quite badly 
Yes, but not too badly 
A little, but it doesn't worry me 
Not at all 
Not sure
Laughing and seeing the funny side of things.
As much as they always could 
Not quite so much now 
Definitely not so much now 
Not at all 
Not sure
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D
Worrying thoughts going through their mind.
A great deal of the time 
A lot of the time 
Not too often 
Veiy little 
Not sure
Feeling cheerful.
Never 
Not often 
Sometimes 
Most of the time 
Not sure
Able to sit at ease and feel relaxed.
Definitely 
Usually 
Not often 
Not at all 
Not sure
Feeling as if they are slowed down.
Nearly all the time 
Very often 
Sometimes 
Not at all 
Not sure
Getting a sort of frightened feeling like ’butterflies’ in their 
stomach.
Not at all 
Occasionally 
Quite often 
Very often 
Not sure
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D
Losing interest in their appearance.
Definitely
They don't take as much care as they should 
They may not take quite as much care 
They take just as much care as ever 
Not sure
Feeling restless as if they have to be on the move.
Very much indeed 
Quite a lot 
Not very much 
Not at all 
Not sure
Looking forward with enjoyment to things.
As much as they ever did 
Rather less than they used to 
Definitely less than they used to 
Hardly at all 
Not sure
Getting sudden feelings of panic.
Very often indeed 
Quite often 
Not very often 
Not at all 
Not sure
Able to enjoy a good book or radio or television programme.
Often 
Sometimes 
Not often 
Very seldom 
Not sure
Totals
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Coping With Memory Problems.
Listed below are some ways of dealing with memory problems. Please read each 
one and circle how often you use them:
Score
1. Keeping as active as possible around the house.
I use this way of coping:
Always Often Sometimes Rarely Never
2. Regularly practising relaxation techniques and such like.
I use this way of coping:
Always Often Sometimes Rarely Never
3. Believing that there are always others worse off than me.
I use this way of coping:
Always Often Sometimes Rarely Never
4. Establishing a regular routine and sticking to it.
1 use this way of coping:
Always Often Sometimes Rarely Never
5. Ignoring my memory loss hoping that it will eventually go 
away.
I use this way of coping:
Always Often Sometimes Rarely Never
Score
6. Making up stories to fill the gaps in my memory.
I use this way of coping:
Always Often Sometimes Rarely Never
7. Being open and honest about my memory problem with 
people that I meet.
I use this way of coping:
Always Often Sometimes Rarely Never
8. Avoiding the company of friends and close acquaintances.
I use this way of coping:
Always Often Sometimes Rarely Never
9. Thinking things through slowly and carefully before 
responding.
I use this way of coping:
Always Often Sometimes Rarely Never
10.Learning to laugh about my memory loss.
I use this way of coping:
Always Often Sometimes Rarely Never
11. Recognising that I have good times in the day and doing 
as much as possible during these periods.
I use this way of coping:
Always Often Sometimes Rarely Never
Score
12. Using lists and other memory aids to help me remember.
I use this way of coping:
Always Often Sometimes Rarely Never
13. Accepting that the memory loss is not my fault.
1 use this way of coping:
Always Often Sometimes Rarely Never
14. Keeping my fears and feelings secret.
I use this way of coping:
Always Often Sometimes Rarely Never
15. Constantly repeating things to myself to help me 
remember.
I use this way of coping:
Always Often Sometimes Rarely Never
16. Having a good cry when no-one is around.
I use this way of coping:
Always Often Sometimes Rarely Never
17. Believing that my memory loss is a normal part of getting 
older.
I use this way of coping:
Always Often Sometimes Rarely Never
Score
18. Planning out my day well in advance.
I use this way of coping;
Always Often Sometimes Rarely Never
19. Not taking part in conversations.
I use this way of coping:
Always Often Sometimes Rarely Never
20. Talking over my memory loss with someone I trust. 
1 use this way of coping:
Always Often Sometimes Rarely Never
21. Actively seeking Professional help and guidance in 
dealing with my memory loss.
I use this way of coping:
Always Often Sometimes Rarely Never
22. Relying on the support of the person close to me.
I use this way of coping:
Always Often Sometimes Rarely Never
23. Remembering all the good times I have had.
I use this way of coping:
Always Often Sometimes Rarely Never
Please list below any other methods of coping that you find useful:
Coping With Memory Problems.
Listed below are some ways for dealing with memory problems. Please read each 
one and circle how often you believe your relative uses them:
Score
1. Keeping as active as possible around the house.
Always Often Sometimes Rarely Never
2. Regularly practising relaxation techniques and such like. 
Always Often Sometimes Rarely Never
3. Believing that there are always others worse off than 
themselves.
Always Often Sometimes Rarely Never
4. Establishing a regular routine and sticking to it.
Always Often Sometimes Rarely Never
5. Ignoring their memory loss hoping that it will eventually go 
away.
Always Often Sometimes Rarely Never
6. Making up stories to fill the gaps in their memory.
Always Often Sometimes Rarely Never
7. Being open and honest about their memory problem with 
people that they meet.
Always Often Sometimes Rarely Never
8. Avoiding the company of friends and close acquaintances. 
Always Often Sometimes Rarely Never
Score
9. Thinking things through slowly and carefully before 
responding.
Always Often Sometimes Rarely Never
10. Learning to laugh about their memory loss.
Always Often Sometimes Rarely Never
11. Recognising that they have good times in the day and doing 
as much as possible during these periods.
Always Often Sometimes Rarely Never
12. Using lists and other memory aids to help them remember. 
Always Often Sometimes Rarely Never
13. Accepting that the memory loss is not their fault.
Always Often Sometimes Rarely Never
14. Keeping their fears and feelings secret.
Always Often Sometimes Rarely Never
15. Constantly repeating things to themselves to help them 
remember.
Always Often Sometimes Rarely Never
16. Having a good cry when no-one is around.
Always Often Sometimes Rarely Never
17. Believing that their memory loss is a normal part of getting 
older.
Always Often Sometimes Rarely Never
Score
18. Planning out their day well in advance.
Always Often Sometimes Rarely Never
19. Not taking part in conversations.
Always Often Sometimes Rarely Never
20. Talking over their memory loss with someone they trust 
Always Often Sometimes Rarely Never
21. Actively seeking Professional help and guidance in 
dealing with their memory loss.
Always Often Sometimes Rarely Never
22. Relying on the support of the person close to them. 
Always Often Sometimes Rarely Never
23. Remembering all the good times they have had.
Always Often Sometimes Rarely Never
Please list below any other methods of coping that you believe they find useful :
Memory Group.
Pre-Group Assessment.
Date;
Participant Name:
Do they live with Carer:
1 What, if any, problems are you having with your memory?
2. When did you start having problems?
3. Have you had any help with these problems? If so, what?
4. Is there anyone you talk to about these problems? If so, who? Does this help?
; Is there anyone else who helps you with the problems? If so, how?
6. How has your life changed since you first had these problems?
7. Who are the people closest to you? Has your relationship with them changed as a result of 
your problems?
8. How have you been feeling generally?
9. What has your mood been like?
10. Do you take any tablets? If so, what?
11. Do you go out regularly to any clubs or day centres?
12. Do you have any hobbies?
13. Do you worry much? If so, what kind of things do you wony about?
14. How do you feel about coming to a memory group?
15. What do you hope to get from the group?
Memory Group.
Pre-Group Assessment with Carer.
Date:
Carer's relationship to Participant:
Participant Name:
Do they live with Participant:
1. What problems has your relative been having?
2. When did these start?
3. What does your relative feel causes the problems?
4. What kind of help do you give your relative?
5. Does your relative talk about their problems? Does this seem to help?
6. Has your relative tried to get more information about their problems? If so, how?
7, How has your relative's life changed since they first had the problems?
8. What has their mood been like?
9. Do they worry alot? What sort of things do they worry about?
10. Are there any behavioural problems?
11. Have they got other health problems?
12. Do they take any tablets?
13. What kind of help do they receive for the memory problems, if any?
14. Do you get any kind of support?
15. Does your relative attend any clubs or have any hobbies?
16. How do you feel about your relative attending a memory group?
17. W hat do you hope they will gain from the group?
Any other relevant information:
M e m o r y  G r o u p  E v a l u a t i o n  - P a r t i c i p a n t .
Name:
Date:
1. Did you enjoy the Group? Yes / No
If so, how?
2. What do you remember from the Group?
3. Has the Group helped you? Yes / No
If so, how?
-has it affected how you cope with your memory problems? 
-do you use any skills from the Group?
-has it affected how you feel about your memory problems?
4. Was there anything you did not like?
- was difficult?
- was unhelpful?
- made you feel uncomfortable?
5. Do you have any comments about the time, place and/or length of the 
meetings?
6. Do you have any comments about the people running the Group?
7. Would you like to attend another Group? Yes / No
8. Any other comments/ relevant information:
e.g.changes in health/ medication/ social support/ life events
Memory Group Evaluation - Carer.
Name o f Relative: 
Date:
1. Did your relative remember anything about the Group? Yes / No 
If so, what?
2. Did they enjoy the Group? ^
If so, how?
3. Has the Group helped them? / No
If so, how?
-has it affected how they cope with their memory problem? 
-do they use any skills from the Group?
-has it affected how they feel about the problem?
4. Was there anything they did not like about the Group?
- anything that was unhelpful?
- difficult?
- uncomfortable?
5. Did you notice anything particular about their mood or behaviour before or 
after a group session?
6. Did you have any concerns before or after a Group session?
7. Has their attendance at the Group affected you as a Caregiver in anyway?
8. D o  you think they would you like to attend another Group? Yes / No
9. Would you like them to attend another Group? Yes / No
10. Any other comments about the Group or relevant information: 
e.g. changes in healtli/ medication/ social support/ life events
Memory Group.
Observation of Individual Members - Date:
Name:
1. Nonverbal behaviour:
2. Topics Raised:
Themes responded to (initiated by others): 
Key Phrases:
3. Inteipersonal behaviour / participation:
4. Anxiety:
5. Insight:
6. Hope:
7. Coping:
8. General comments:
Memory Group.
Observation of Group as a Whole - Date:
Session No.
1. Topics discussed:
(a) initiated by facillitators:
(b) initiated by participants:
2. Group mood:
(a) affect:
(b) relation of mood to theme:
3. Group cohesion:
4. Absence of members:
5. General comments:
APPENDIX G
RELIABILITY FIGURES FOR THE MOOD SCAT FS
AND
SUMMARY TABLES OF MOOD SCORES
at T1 (baseline), T2 (start of the group), T3 (mid-group, T4 
(end of the group) and T4 (follow-up evaluation)
Reliability of the mood scales
The anxiety scores of the HADS correlated highly with the Worry Scale scores, except 
at follow up - Spearman’s rho correlations were calculated. (Table 1)
Table 1 : Correlations between the Worry Scale and the HADS scales
T1 T2 T3 T4 T5
Anxiety 0.79* 0.72* 0.92** 0.95** 0.23
Depression 0.80* 0.67 0.41 0.56 0.61
* correlation is significant at the .05 level (2 tailed).** correlation is significant at the .01 level (2 tailed)
The Worry Scale had a high level of internal consistency throughout the study. The 
HADS scores coefficients were relatively high before and during the group, but were low 
at follow-up. The anxiety scale of the HADS had a higher level of internal consistency 
than the depression scale (see table 2). However, the small sample combined with low 
variability in the HADS depression scores at the end may have lead to the low alpha 
coefficients.
Table 2: Internal consistency coefficients for the HADS and Worry Scales 
(Cronbach Alpha)
T1 T2 T3 T4 T5
HADS
Anxiety 0.78 0.79 0.75 0.80 0.46
Depression 0.31 0.60 0.60 0.71 0.42
WORRY 0.90 0.87 0.73 0.88 0.81
It was not possible to test the internal consistency of the caregivers’ HADS scores, as they 
marked some items as “unsure”and this meant there were too few cases to calculate 
Cronbach alpha coefficients.
Mood scores
Table 3 shows the mean scores on the HADS and Worry Scale for the whole group, 
table 4 shows separate mean scores for participants taking Aricept and those who were 
not and table 5 shows individual scores, all at the five stages of the study.
T1 T2 T3 T4 T5
HADS Anx 5.4 (4.0) 
8.3 (6.1)
5.9 (3.3) 
9.5 (5.4)
4.8 (3.3) 4.4 (3.1)
8.0 (4.1)
4.8 (2.1) 
9.6 (4.2)
HADS Dep 5.0 (2.2)
6.5 (5.7)
3.4 (2.7)
6.4 (4.7)
2.0 (1.9) 1.9 (2.0)
4.8 (4.4)
3.3 (1.8)
3.3 (1.8)
WORRY 23.8 (8.7) 22.5 (6.8) 20.0 (5.8) 21.9 (7.0) 2.30 (5.0)
Table 4: MOOD SCORES - ARTCEPT & NON-ARTCEPT SUB-GROUPS
T1 T2 T3 T4 T5
ARTCEPT GROUP tN =4t
HADS Anx 3.8 (4.0) 
10.0 (5.4)
4.3 (3.3) 
12.7 (4.6)
4.5 (2.4) 3.5 (2.4) 
6.8 (3.2)
4.8(1.9) 
9.3 (5.1)
HADS Dep 3.8 (2.1) 
6.7 (5.8)
2.5 (2.7) 
8.0 (5.5)
1.5 (1.9) 1.8 (1.7)
4.7 (1.9)
1.8 (1.0) 
6.8 (2.7)
WORRY 20.5 (6.8) 19 (5.6) 19 (2.9) 19.5 (4.3) 19.5 (3.7)
NON-ARTCEPT GROUP (N=4)
HADS Anx 7.0 (4.8)
7.1 (7.0)
7.5 (2.7) 
6.2 (4.3)
5.0 (4.4) 5.3 (3.9)
9.1 (5.1)
4.8 (2.5)
9.9 (4.1)
HADS Dep 6.3 (1.7)
6.3 (6.4)
4.3 (2.9) 
4.8 (3.9)
2.5 (1.9) 2.0 (2.5)
5.0 (6.4)
4.8 (5.0) 
6.3 (3.6)
WORRY 27 (10.1) 26 (6.7) 21 (8.2) 24.3 (9.0) 26.5(3.5)
Standard deviations are shown in brackets. Participant ratings of their own mood are in 
bold. Caregiver ratings of participants’ mood are in ordinary type (they did not complete 
mood ratings at T3).0nly participants completed the Worry Scale.
Table 5: TNDTVTDUAL MOOD SCORES
T1 T2 T3 T4 T5
HADS anxietv scores
Participant
1. 7/9 8/11 6 7/5.6** 6/3
2. 9/3 7/2** 3 7/9.3* 4/7
3. 11/3 9/3 10 5/4 8/12.6**
4. 8/17.5*** 10/12 7 9/16 5/12*
5. 1/10 0/15.8*** 1 2/10.5*** 5/8.8***
6. 5/15.4** 6/17 5 3/3 2/15.4**
7. 2/4.7* 6 2/8.2* 6/9.8**
8. 0/4.7* 4/7* 6 0/7* 2/5.8*
HADS depression scores
Participant
1. 4/1.2* 1/2 0 1/2 1/4
2. 7/1 8/3 4 5/5 5/4
3. 6/1 5/1 2 0/0 5/7
4. 8/14* 2/5 4 3/1 5/3
5. 1/3 0/6 0 0/6 1/5
6. 6/14 3/15 4 4/6 3/9
7. 4/8.4** 3/9 2 2/4.7* 2/9.3*
8. 4/9 2/10 0 0/14 4/11
Worrv Scale scores
Participant
1. 19 20 22 24 16
2. 34 31 20 28 23
3. 30 23 25 27 30
4. 32 32 29 31 29
5. 23 11 15 14 19
6. 28 24 19 22 20
7. 12 21 20 18 15
8. 12 18 10 11 24
Participant ratings of their own mood are in bold. Caregiver ratings of participants’ mood 
are in ordinary type (they did not complete mood ratings at T3). The caregivers rated the 
participants on the HADS scales, but if they found this difficult on some items, they could 
mark them “unsure”. The caregivers HADS scores were pro-rated and each * symbol 
represents one item marked “unsure”.
APPENDIX H
COPING RESPONSE DATA FOR INDIVIDUAL
PARTICIPANTS
at T1 (baseline), T2 (start of the group), T4 (end of the 
group) and T5 (follow-up evaluation)
1 = never
2 = rarely
3 = sometimes
4 = often
5 = never
PARTICIPANT 1 (did not complete questionnaire at T5)
T1 T2 T4 T5
Problem-focused/behavîoural/‘confrontin9’
Keeping as active as possible around the house. 3 /4 5/4 3/4
Regularly practising relaxation techniques and such like. 3/1 2/1 4/2
Establishing a regular routine and sticking to it. 2 /5 3/3 2/1
Being open and honest ahout my memory problem with people that I 
meet. 2/1
3/2 2/1
Thinking things through slowly and carefully before responding. 3/1 2/2 2/2
Recognising that I have good times in the day and doing as much as 
possible during these periods. 1/4
3/1 1/1
Using lists and other memory aids to help me remember. 3 /3 4/3 3/5
Constantly repeating things to myself to help me remember. 3/1 4/2 3/1
Planning my day out well in advance. 2 /2 2/2 2/2
Actively seeking professional help and guidance in dealing with my 
memory loss. 3/1
2/5 2/5
Problem-focused/co9nitive/‘confrontinp’
Believing that there are always others worse off than me. 4/5 4/5 4/3
Accepting that the memory loss is not my fault. 5 /5 3/5 3/5
Problem-focused/behavioural/‘avoidin9’
Making up stories to fill the gaps in my memoiy. 1/4 1/3 1/3
Avoiding the company of friends and close acquaintances. 1/2 1/1 2/1
Not taking part in conversations. 1/1 2/1 1/1
Problem-focused/co9ttitive ‘avoiding ’
Remembering all the good times I have had. 1/5 4/4 4/3
Emotion-focused/behavioural/ ‘confrontin9’
Talking over my memory loss with someone I trust. 4 /5 4/5 3/5
Relying on the support of the person close to me. 5 /5 4/5 5/5
Emotion-focused/behavioural/ ‘confrontin9’
Learning to laugh about my memory loss. 3/1 3/2 2/1
Having a good cry when no-one is around. 2/3 2/3 2/3
Emotîon-focused/behaviouraI/‘avûîdinp’
Keeping my fears and feelings secret. 3 /5 3/3 4/3
Emotion-focused/co9nitive/*avoidin9’
Ignoring my memory loss hoping that it will eventually go away. 1/1 4/3 3/2
Believing that my memory loss is a normal part of getting older. 3 /2 3/1 4/3
PARTICIPANT 2
T1 T2. T4 T5
Problem-focused/behavioural/‘confrontinp’
Keeping as active as possible around the house. 5 /4 5/5 5/4 4/4
Regularly practising relaxation techniques and such like. l / I 3/5 4/4 1/4
Establishing a regular routine and sticking to it. 4 /4 5/5 5/5 3/4
Being open and honest about my memoiy problem with people that I 
meet. 4 /5
1/5 5/5 4/5
Thinking things through slowly and carefully before responding. 3/3 3/5 4/4 3/3
Recognising that I have good times in the day and doing as much as 
possible during these periods. 1/5
5/5 5/5 3/4
Using lists and other memory aids to help me remember. 5/1 5/5 5/4 4/3
Constantly repeating things to myself to help me remember. 5/1 4/1 4/1 4/1
Planning my day out well in advance. 4/3 3/5 1/2 3/2
Actively seeking professional help and guidance in dealing with my 
memory loss. 5 /5
4/5 l/I 2/4
Problem-focused/coenitive/‘confrontinp^
Believing that there are always others worse off than me. 5/5 5/5 5/5 5/5
Accepting that the memory loss is not my fault. 4 /3 3/5 1/1 5/1
Problem-focused/behavioural/‘avoidinp’
Making up stories to fill the gaps in my memory. 3/1 1/1 1/1 l/I
Avoiding the company of friends and close acquaintances. l / I l/I l/I l/I
Not taking part in conversations. 4/1 3/3 5/5 2/2
Problem-focused/coenitive ‘avoiding*
Remembering all the good times I have had. 5 /5 3/5 5/5 3/5
Emotion-focused/behavioural/‘confronting*
Talking over my memory loss with someone I trust. 5 /5 5/5 5/5 4/4
Relying on the support of the person close to me. 5 /5 5/5 5/5 4/5
Emotion-focused/behaviourai/ ‘confronting*
Learning to laugh about my memory loss. 3/1 1/4 3/3 1/3
Having a good cry when no-one is around. l / I 3/1 1/1 2/2
Emotion-focused/behaviouraI/‘avoidin^*
Keeping my fears and feelings secret. l / I 3/1 3/1 4/2
Emotion-focused/cognitive/‘avoiding *
Ignoring my memory loss hoping that it will eventually go away. 1 /2 3/5 3/4 1/3
Believing that mv memory loss is a normal part of getting older. 1 /4 4/4 3/4 2/3
PARTICIPANTS T I T2 T4 T5
Prohlem-focused/hehavîoural/‘confrontinQ*
Keeping as active as possible around the house. 4 /4 5/5 5/4 4/4
Regularly practising relaxation techniques and such like. l / I 4/1 2/1 1/1
Establishing a regular routine and sticking to it. 5/3 5/3 5/2 4/2
Being open and honest about my memory problem with people that I 
meet. 2/1
3/3 3/4 2/5
Thinking things through slowly and carefully before responding. 5/3 3/1 l/I 1/3
Recognising that I have good times in the day and doing as much as 
possible during these periods. 1/1
3/1 l/I 1/3
Using lists and other memory aids to help me remember. 3 /4 2/1 3/1 2/4
Constantly repeating things to myself to help me remember. 5/1 4/1 4/1 2/1
Planning my day out well in advance. 2 /3 1/3 l/I 3/4
Actively seeking professional help and guidance in dealing with my 
memory loss. l / I
3/1 4/1 2/3
Problem-focused/copnitive/‘confrontinp*
Believing that there are always others worse off than me. 5/3 5/5 5/4 5/5
Accepting that the memory loss is not my fault. 5/5 3/5 4/5 4/4
Problem-focused/behavioural/‘avoidinp’
Making up stories to fill the gaps in my memory. 3 /2 3/1 3/4 4/1
Avoiding the company of friends and close acquaintances. 3/1 4/1 1/1 4/1
Not taking part in conversations. 4 /2 3/5 3/1 4/2
Problem-focused/coenitive ‘avoiding ’
Remembering all the good times I have had. 4 /5 4/5 5/3 4/5
Emotion-focused/behaviourai/ ‘confronting*
Talking over my memory loss with someone I trust. 5 /4 2/3 4/2 2/2
Relying on the support of the person close to me. 5 /5 5/3 5/4 4/2
Emotion-focused/behaviourai/ ‘confronting *
Learning to laugh ahout my memory loss. 1 /4 3/1 3/4 3/1
Having a good cry when no-one is around. 2/3 l/I l /I 2/1
Emotion-focused/behaviourai/ ‘avoiding*
Keeping my fears and feelings secret. 5 /5 3/1 3/2 2/5
Emotion-focused/cognitive/‘avoiding*
Ignoring my memory loss hoping that it will eventually go away. 4 /4 4/1 3/4 3/2
Believing that my memory loss is a normal part of getting older. 5 /4 3/1 3/1 2/2
PARTICIPANT 4 T1 T2 T4 T5
Prohlem-focused/hehavioural/‘confrontinp’
Keeping as active as possible around the house. 5/5 4/5 5/5 5/5
Regularly practising relaxation techniques and such like. 1/1 4/3 5/2 3/2
Establishing a regular routine and sticking to it. 5/1 4/3 5/4 1/4
Being open and honest about my memory problem with people that I 
meet. 4 /3
1/4 5/5 5/4
Thinking things through slowly and carefully before responding. 4/3 5/4 5/4 3/4
Recognising that I have good times in the day and doing as much as 
possible during these periods. 3/1
4/4 5/3 4/4
Using lists and other memory aids to help me remember. 5 /2 4/4 4/4 4/4
Constantly repeating things to myself to help me remember. 1/1 5/2 5/1 1/3
Planning my day out well in advance. 4 /4 3/3 5/3 1/4
Actively seeking professional help and guidance in dealing with my 
memory loss. 1/2
4/4 2/1 3/5
Problem-focused/copnitive/‘confrontinp’
Believing that there are always others worse off than me. 5/3 5/3 4/3 2/4
Accepting that the memory loss is not my fault. 1/1 4/4 5/4 3/4
Prohlem-focused/behavioural/‘avoidin9’
Making up stories to fill the gaps in my memory. 1/1 3/3 1/1 1/2
Avoiding the company of friends and close acquaintances. 1/2 1/2 5/1 2/2
Not taking part in conversations. 3 /4 4/4 4/3 2/3
Prohlem-focused/coenitive ‘avoidine ’
Remembering all the good times I have had. 4/3 5/3 5/4 3/4
Emotion-focused/behavioural/ ‘confrontine ’
Talking over my memory loss with someone I trust. 4 /4 5/4 5/5 4/5
Relying on the support of the person close to me. 4 /5 5/5 4/5 5/5
Emotwn-focused/behavioural/ ‘confrontine ’
Learning to laugh about my memory loss. 1/3 5/4 5/3 4/3
Having a good cry when no-one is around. 4/5 5/5 5/4 4/4
Emotlon-focmed/behavioural/‘avoiding’
Keeping my fears and feelings secret. 3 /4 3/4 1/2 5/3
Emotlon-focused/copnitive/‘avoidine’
Ignoring my memory loss hoping that it will eventually go away. 3 /2 4/2 4/1 5/3
Believing that mv memory loss is a normal part of getting older. 4/1 5/4 5/3 4/3
PARTICIPANT 5
T1 TZ T4 T5
Problem-focused/hehavioural/‘confrontinp’
Keeping as active as possible around the house. 5 /5 5 /5 5 /5 5/5
Regularly practising relaxation techniques and such like. l / I 5 /1 5 /1 5/1
Establishing a regular routine and sticking to it. l / I 5 / 2 5 /1 5/1
Being open and honest about my memory problem with people that I 
meet. 5 /3 3 / 2 5 /1
5/2
Thinking things through slowly and carefully before responding. 3 /1 5 / 2 5 /1 5/4
Recognising that I have good times in the day and doing as much as 
possible during these periods. 1 /4 1 /3 5 /1
5/4
Using lists and other memory aids to help me remember. 5 /5 5 /5 5 /5 5/5
Constantly repeating things to myself to help me remember. 1 /5 5 /5 5 /5 5/4
Planning my day out well in advance. 5 /5 1 /2 5 / 4 5/3
Actively seeking professional help and guidance in dealing with my 
memory loss. 1 /4 4 / 4 1 /4
2/4
Problem-focused/coenitive/‘confrontin9’
Believing that there are always others worse off than me. 5 /5 1 /5 4 / 4 2/4
Accepting that the memory loss is not my fault. 5 /5 1 /5 1 /5 5/5
Problem-focused/behaviouraI/‘avoidin^’
Making up stories to fill the gaps in my memory. l / I 1 /1 3 /1 4/1
Avoiding the company of friends and close acquaintances. 1 /3 1 /3 1 /2 1/2
Not taking part in conversations. 1 /2 1 /2 1 /1 1/3
Problem-focused/coenitive ‘avoiding ’
Remembering all the good times I have had. 3 /5 5 /5 5 /5 5/5
Emotion-focused/behavioural/ ‘confronting’
Talking over my memory loss with someone I trust. 3 /4 4 /2 2 /1 4/2
Relying on the support of the person close to me. 4 /5 5 /5 5 /5 5/5
Emotion-focused/behavioural/ ‘confronting ’
Learning to laugh about my memory loss. 3 /1 1 /2 2 /1 5/1
Having a good cry when no-one is around. I / I 1 /1 l / I l/I
Emotion-focused/behavioural/ ‘avoiding’
Keeping my fears and feelings secret. 2 /1 1 /4 1 /5 5/4
Emotion-focused/cognitive/‘avoiding’
Ignoring my memory loss hoping that it will eventually go away. 5 /4 l / I 3 / 4 2/4
Believing that mv memory loss is a normal part of getting older. 3 /3 5 / 4 5 /5 5/4
PARTICIPANT 6 T1 T2 T4 T5
Prohlem-focused/behavioural/‘confrontînQ’
Keeping as active as possible around the house. 4 / 2 4 /3 4 /4 4/4
Regularly practising relaxation techniques and such like. 1 /1 2 / 2 2 /4 1/4
Establishing a regular routine and sticking to it. 1 /3 3 / 2 3 /4 2/5
Being open and honest about my memory problem with people that I 
meet. 2 /1 4 /1 2/3
4/2
Thinking things through slowly and carefully before responding. 4 /1 2 / 2 2/3 3/3
Recognising that I have good times in the day and doing as much as 
possible during these periods. 1 /3 3 / 2 3/3
2/3
Using lists and other memory aids to help me remember. 2 /3 4 /3 4 /4 3/5
Constantly repeating things to myself to help me remember. 3 /3 3 / 4 3 /4 2/2
Planning my day out well in advance. l / I 2 /3 3 /4 2/4
Actively seeking professional help and guidance in dealing with my 
memory loss. 1 /5 5 /5 2 /5
2/5
Prohlem-focused/coenitive/‘confrontinp’
Believing that there are always others worse off than me. 1 /1 3 /2 1/3 4/4
Accepting that the memory loss is not my fault. 4 /5 5 /1 5/3 2/5
Problem-focused/hehavioural/‘avoiding’
Making up stories to fill the gaps in my memory. 2 /1 2 /1 2 /4 1/4
Avoiding the company of friends and close acquaintances. 4 /3 3 / 5 4/3 3/3
Not taking part in conversations. 4 / 4 3 /3 4/3 3/3
Problem-focused/coenitive ‘avoiding ’
Remembering all the good times I have had. 4 /3 4 / 4 3 /5 4/5
Emotion-focused/behavioural/ ‘confronting’
Talking over my memory loss with someone I trust. 3 /1 1 /2 2 /2 3/2
Relying on the support of the person close to me. 4 /5 5 /5 5 /5 3/5
Emotion-focused/behavioural/ ‘confronting ’
Learning to laugh about my memory loss. 3 /1 3 /1 2/3 2/3
Having a good cry when no-one is around. 1 /1 1 /2 1/3 1/3
Emotion-focused/behavioural/ ‘avoiding’
Keeping my fears and feelings secret. 4 /4 5 /4 4 /4 5/4
Emotion-focused/cognitive/‘avoiding’
Ignoring my memory loss hoping that it will eventually go away. 2 /1 l / I 1/2 3/3
Believing that mv memory loss is a normal part of getting older. 3 /5 1 /4 5 /4 5/4
PARTICIPANT 7 T1 T2 T4 T5
Problem-focused/hehavioural/‘confrontinp’
Keeping as active as possible around the house. 3 /3 4 /3 3 /3 4/3
Regularly practising relaxation techniques and such like. 3 /1 4 /1 4 /5 4/2
Establishing a regular routine and sticking to it. 3 /4 3 / 4 4 / 4 5/4
Being open and honest about my memory problem with people that I 
meet. 3 /3 l / I 3 /1
4/1
Thinking things through slowly and carefully before responding. 5 /3 4 / 4 4 / 4 4/4
Recognising that I have good times in the day and doing as much as 
possible during these periods. 1 /1 4 / 2 3 / 4
4/1
Using lists and other memory aids to help me remember. 5 /5 5 /5 4 /5 3/5
Constantly repeating things to myself to help me remember. l / I 3 /1 4 /1 4/4
Planning my day out well in advance. 3 /1 5 / 2 4 / 2 4/1
Actively seeking professional help and guidance in dealing with my 
memory loss. 1 /3 3 /5 2 / 4
1/4
Problem-focused/coenitive/‘confrontinp’
Believing that there are always others worse off than me. 1 /3 3 / 4 3 /3 5/3
Accepting that the memory loss is not my fault. 5 /1 4 /5 2/1 2/2
Problem-focused/behavioural/‘avoidin^’
Making up stories to fill the gaps in my memory. l / I l / I 1 /3 1/1
Avoiding the company of friends and close acquaintances. 1 /2 2 / 2 l / I l/I
Not taking part in conversations. 2 / 4 2 /4 2 /3 4/3
Problem-focused/cognitive ‘avoiding’
Remembering all the good times I have had. 5 /3 4 / 4 5 / 4 4/3
Emotion-focused/behavioural/ ‘confronting ’
Talking over my memory loss with someone I trust. 4 /3 1 /2 4 /3 3/2
Relying on the support of the person close to me. 4 / 5 3 /5 2 /5 4/5
Emotion-focused/behavioural/ ‘confronting ’
Learning to laugh about my memory loss. l / I 2 /3 5 /1 3/1
Having a good ciy when no-one is around. l / I l / I 1 /2 l/I
Emotion-focused/behavioural/‘avoiding’
Keeping my fears and feelings secret. 4 /3 4 /4 2 / 4 2/4
Emotion-focused/cognitive/‘avoiding’
Ignoring my memory loss hoping that it will eventually go away. 3 / 2 4 /2 2 / 4 3/3
Believing that my memory loss is a normal part of getting older. 5 / 2 2 /3 5 / 4 3/4
PARTICIPANT 8 T I T2 T4 T5
Prohlem-focused/hehavioural/‘confrontine’
Keeping as active as possible around the house. 3 /3 3 /3 5 /3 2/3
Regularly practising relaxation techniques and such like. 1 /3 4 /2 3 /2 1/2
Establishing a regular routine and sticking to it. 4 / 2 4 / 2 5 /3 1/3
Being open and honest about my memory problem with people that I 
meet. 4 /2 4 / 2 3 /1 5/3
Thinking things through slowly and carefully before responding. 1 /2 4 / 2 3 /5 3/5
Recognising that I have good times in the day and doing as much as 
possible during these periods. 1 /4 3 /3 4 / 2 1/3
Using lists and other memory aids to help me remember. 3 / 2 3 / 2 l / I 1/2
Constantly repeating things to myself to help me remember. 1 /2 4 /3 2 /3 1/2
Planning my day out well in advance. 3 /1 4 /1 2 /1 l/I
Actively seeking professional help and guidance in dealing with my 
memory loss. 1 /2 2 /3 2 /1 3/3
Prohlem-focused/copnitive/‘confrontin^’
Believing that there are always others worse off than me. 5 /4 4 / 4 4 / 4 5/4
Accepting that the memory loss is not my fault. 5 /3 3 / 4 3 / 2 5/4
Prohlem-focused/hehavioural/‘avoidin^’
Making up stories to fill the gaps in my memory. 2 /3 3 /3 2 / 2 1/4
Avoiding the company of friends and close acquaintances. 1 /3 3 /3 1 /4 2/4
Not taking part in conversations. 1 /3 3 /3 2 /3 3/3
Problem-focused/cognitive ‘avoiding ’
Remembering all the good times I have had. 3 /3 3 /4 5 / 4 4/3
Emotion-focused/behavioural/ ‘confronting’
Talking over my memory loss with someone I trust. 2 /1 3 /1 2 /1 2/1
Relying on the support of the person close to me. 5 /5 3 / 4 3 / 5 4/5
Emotion-focused/behavioural/ ‘confronting ’
Learning to laugh about my memory loss. 3 / 4 4 /3 4 /3 3/4
Having a good cry when no-one is around. 1 /3 1/3 3 /3 1/2
Emotion-focused/behavioural/ ‘avoiding ’
Keeping my fears and feelings secret. 1 /5 2 /5 2 /5 1/5
Emotion-focused/cognitive/‘avoiding’
Ignoring my memory loss hoping that it will eventually go away. 3 / 4 4 /5 4 / 4 4/5
Believing that my memory loss is a normal part of getting older. 1 /5 5 /4 4 / 5 4/4
APPENDIX T
DATA FROM GROUP OBSERVATION FORMS 
FOR GROUP AS A WHOLE
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Data from group observation forms for group as a whole
Week 1
Themes - group leaders : Introductions, confidentiality, the aims of the group, group members’ 
experiences of everyday memory problems.
Themes - group members: Reactions from relatives to their memory problems and attempts 
to stay independent.
Group mood/cohesion: Relaxed, with a lot of laughter and a willingness to share experiences 
and to support each other. At the end, the group members expressed their enjoyment of the group.
Week 2
Themes - group leaders: Recap of aims of the group and last week’s discussion of memory 
problems; memory aids; feelings about memory loss.
Themes - group members: Are memory problems part of normal aging or a separate disease? 
Group cohesion: A man joined the group just for the one week. (He was unsure whether he 
wanted to join the group and had not come for the first week. He decided to try it for one week, 
but did not wish to continue). The man was welcomed to the group, several comments were made 
about how nice it was to have a man present and he was paid a lot of compliments about how 
pleasant and sociable he was.
Group mood: With everyone in the group admitting to memory problems, there was a feeling 
of normalisation and a view that everybody had memory problems to some extent. However, at 
the end of the session, the man mentioned that he had seen a programme about Alzheimer’s on 
television. This naturally changed the group mood and there was a discussion of how frightening 
it is when you cannot remember things.
Week 3
Themes - group leaders: Recap of the previous session; the effect of memory problems on 
one’s confidence.
Themes - group members: Social embarrassment, intolerance of others, support from 
caregivers, but also how over-protectiveness could undermine confidence.
Group cohesion/mood: The group continued to be very cohesive with a lot of sharing, support
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and lightheartedness.
Week 4
Themes - group leaders: Continuing previous week’s theme of other people’s reactions to 
memory problems; ways dealing with negative comments from others and strategies for reducing 
anxiety.
Theme - group members: Dealing with bereavement. This was focused particularly around the 
one lady in the group who was widowed (all the other three had husbands).
Group mood/ cohesion As a result of the bereavement theme, the group mood was lower than 
usual and reflective, but the group members were very supportive of each other.
Week 5
Themes - group leaders: The effect of anxiety on memory and ways of reducing anxiety; 
relaxation exercises.
Themes - group members: When talking about ways of reducing anxiety, one of the members 
raised the question of alcohol and there was a discussion about this. One group member had had 
a father who drank heavily. The content of the group then widened to past life experiences - 
memories of childhood and parents. Finally this lead on to fears about the future and people 
talking about relatives who had had Alzheimer’s disease.
Group mood/cohesion: There was a lot of sharing of experiences. All the group members 
relaxed well and expressed their enjoyment of the exercises.
Week 6
Group leader - theme: Other people’s reactions to memory problems.
Group members - themes: Social embarrassment; reliance on husbands and fear of losing this 
support.
Group cohesion: Two of the group members were absent this week. The remaining two 
participants met with one group leader. This situation allowed one of the members who was very 
reserved to talk much more freely than usual. These two members discovered a connection 
between each other via their maiden names and this led them to identify very closely with each 
other.
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Group mood: Relaxed.
Week?
Themes - group leaders: Review of all the material covered in the group, using everything 
written on the flip chart from the first week onwards.
Themes - group members: Being independent and assertive
Group mood/cohesion: All the members were present again. One of the group leaders described 
this week’s session as “Earnest and serious, but with humour at times... Very cohesive, with
members working well together, listening, contributing, supporting  Lots of hard, soul
searching work performed by members.... really attuned to the themes raised.”
Week 8
Themes - group leaders: Recap of all the material; group members’ views about the group; 
what they felt were the most important points to emerge from the group, ending of the group. 
Themes - group members: Feelings about the group: “confidence building”, “safe place”, “don’t 
have to pretend” and “less stressful than other social situations”; expression of anxiety about the 
ending of the group.
Group mood/cohesion: Anxiety about the group ending. Three people wanting to continue, one 
person (the only person taking Aricept) feeling ready to leave. Warm good-byes.
GROUP 2
Week 1
Themes - group leaders: Aims of the group; confidentiality, memory difficulties.
Themes - group members: Practical ways of coping; specific problem of remembering people’s 
names.
Group mood/cohesion: The new members were anxious about joining the group and what to 
expect and for the old members, the atmosphere of the group was radically changed by the new 
members. There was therefore a feeling of apprehension, but also a “jokey” mood which may 
have been a way of diffusing the tension. However, for a first session, there was a strong feeling 
of cohesion and a high level of sharing, despite the apprehension.
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Week 2
Themes - group leaders: Memory aids.
Themes - group members: Clarity of past events, compared with the present; memories of past 
life, traumatic experiences, causes of memory problems, other peoples’ reactions to poor 
memory; loss of driving ability.
Group mood/cohesion: At times the group was cohesive, but at other times it was disjointed, 
with one particular group member tending to dominate the discussion. There was a general 
feeling of anxiety.
Week 3
Themes - group leaders: Absences of members; recap of the two sessions which took place 
before Christmas; what other people do which is helpful or unhelpful when you have a memory 
problem, effect of memory loss on relationships and how much to disclose about your problems 
in social situations.
Themes - group members: What they had done at Christmas, relationships (including 
relationships that they have now with spouses and comparing this with memories from their 
childhood of their parent’ relationships, the war and astrology (both regarding relationships), 
worrying.
Group cohesion/mood: This session took place just after Christmas and three members were 
absent, leaving two men and two women. The two women present were supportive of each other, 
but there was a lot of tension between the two men who had similar experiences from the past 
(war-time) but very different views about the value of recalling such experiences.
Week 4
Themes - group leaders: Recap of previous week’s discussion about other peoples’ reactions 
to memory problems; the effect of anxiety on memory and ways of dealing with anxiety; 
relaxation exercises.
Themes - group members: Coping with hearing problems, children’s attitudes to hearing and 
memory problems, the differences between their generation and that of today’s children, 
differences in ways in bringing up children (both across time and between individual group
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members), and attitudes to death. Key phrase “As you are now, I once was. As I am now, so will 
you be” - the feeling that they had been respectful to their elders and so they should receive the 
same respect; the idea that people should be understanding because they too might experience 
memory problems at some time.
Group cohesion/mood: There was good group cohesion with a lot of laughter and interaction. 
Members appeared to be reaching an accommodation of each other, with the dominant member 
becoming more restrained but on the occasions he did say something judged to be extreme by the 
other members, they were able to deal with this in a pleasant way or with a joke. Comments made 
at this session included “We’re all getting to know each other now” and “It does you good 
coming here, we all have a laugh”.
Week 5
Themes - group leaders: An exercise about remembering people’s names ; continuation with 
the topic of the previous week of feelings about having a memory problem and ways of coping 
with anxiety.
Themes - group members: There was further discussion initiated by the participants about the 
contrast between their childhoods and the life of children growing up today.
Group mood/cohesion: The overall mood of the group was subdued and tense, with some 
people expressing a lot of anxiety and others denying that they felt anxious about their memory 
problems. The contrast with the present and the past seemed to be very painful for one particular 
individual. Towards the end of the session, one of the women disclosed that her uncle had died 
during the week and she was unable to think about anything else. She received a great deal of 
sympathy from the other members and thus, at this point, the group cohesion became much 
greater, but there was further lowering of mood. One of the group members took the bereaved 
lady out of the group to have some time to talk individually while the others ended the session 
with relaxation. She returned for the end of the group which then became more light hearted: 
People shared the pleasant thoughts they had had in the imagery part of the relaxation.
Week 6
Themes - group leaders: Recap of the previous group’s session; exercise - recalling a positive 
event from the last week (this was too difficult for some of the group members); retained skills
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and positive qualities and roles from the past or present, relaxation exercises.
Themes - group members: There was a lot of sharing of experiences from the war when 
everyone had had an important role, either in active service or in munition factories. Stories 
about their civilian occupations were then also recalled. Finally, they talked about their 
enjoyment of retirement and having time with partners (or the loss of this time in the case of the 
bereaved lady).
Group mood/cohesion: The group mood was relaxed with good cohesion - people were 
acknowledging what others said and adding to it appropriately.
Week 7
Themes - group members: Review of the skills and techniques discussed in the previous 
sessions, including dealing with other people’s attitudes and what to say in difficult situations. 
Themes - group leaders: Lack of respect and understanding from younger people (this 
contrasted with the respect they had had for their elders when they were young - and again the 
theme that these younger people might also experience similar problems when they are older and 
so should be understanding) and feelings of anger and foolishness when other people were 
intolerant or rude.
Group mood/cohesion: Initially, the group mood was quiet, with a feeling of subdued anger. 
This may have been linked to the unplanned absence of one of the group leaders. As the group 
progressed it became livelier and people were very supportive of each other. There was a 
discussion about the group itself and whether it was helpful and almost everyone commented that 
the most helpful thing about the group was knowing that everyone else had the same problems.
Week 8
Themes - group leaders: Recap of the previous weeks’s session, participants’ views about the 
group; the ending of the group, relaxation exercises.
Themes - group members: All being “in the same boat”; how well they had all got to know each 
other; continuing of the theme about the past versus the present and whether or not it was 
desirable to look back; whether they had a role in telling today’s young people about the past and 
whether young people valued this or not; how lucky children are today and whether they 
themselves would like to be bom now.
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Group mood/cohesion: The group mood varied - at times serious, with discussion o f  the war 
and death and at times lighthearted. There were lots o f  warm good-hyes.
APPENDIX .T
PARTICIPANTS’ AND CAREGIVERS’ 
EVAT JIATTON OF THE GROUP
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Participants^ evaluation of the group
Did you enjoy the group: Yes: 7 Can’t remember: 1 If so, how? “Pleasant atmosphere” “Had 
quite a laugh” “Nice to meet others in the same boat” “Exchange of ideas/views” “sharing of 
experience and solutions” “Empowering” “It seemed to get into your system - being with others 
who understand and are trying to help”. “Realising you are not the only one in the world (with 
memory problems)”.
What do you remember from the group? Group members varied as to how many specific 
details they could remember from the group. Most could remember details of the place (for 
example, the flip chart) and describe other group members and the group leaders, without being 
able to recall names. “Remember being there - friendly lot”. “Everyone there was happy” “Three 
other ladies with similar problems” “One person monopolised the conversation”.
Has the group helped you? Yes: 7 Can’t remember: 1. If so, how? “It relaxed you - in the 
group and out of it” “I can cope better now, I know I’m not on my own” “Gives you something 
to talk about at home” “Nice to belong to a group”. There was little mention of specific skills, 
other than one reference to memory aids and one reference to a relaxation tape.
Was there anything you did not like - was difficult, unhelpful or made you feel 
uncomfortable? The only comment made here was from one person “Coping with some of the 
other members some of the time”
Comments about the time, place, length of meetings, group leaders: Only a few comments 
made here. “Liked it to run for longer” “Always disappointed when the meetings came to an end” 
“Nice spot - easy to get to” “Group leaders were nice - came to rely on them” “They shut up and 
listened”, “Let us get on with it”.
Would you like to attend another group? Yes: 6. No, due to improvement with Aricept: 1; 
“If it would help” (difficulty recalling previous group): 1
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Caregivers’ evaluation of the group
Did your relative remember anything about the group? Yes: 7 Doesn’t discuss it with 
me: 1.
If so, what? “Talks about the people she met” “Couldn’t remember names, although recognised 
the people when he saw them” “Writing on a board - that is all” “Gets cross about another group 
member” “Says a few things that let me know she remembers going” “Thought some of the 
information was not relevant and repetitive, said he was not going next week, but then did”
Did they enjoy the group? Yes: 8
If so, how? “Company of others experiencing memory problems” “Socially” “Thought people 
were lovely” “Gave him somewhere to go” “Happier on her return”
Has the group helped them? Yes: 4 Possibly: 1 No: 1
No, only gained from social aspect: 1 N/A: 1 (memory much better now because of Aricept).
If it has helped, how? “He seems to be a bit better, although still doing odd things every day” 
“Helped her remember things a bit more, may be not bothered so much by memory problems as 
before” “Gave him somewhere to go, something else to think about” “By knowing he is not the 
only one with a memory problem” “Uses notebook and writes in it all the time”.
Was there anything they did not like about the group (anything that was unhelpful, 
difficult, uncomfortable)? No: 7 Didn’t speak much about the group: 1
Did you notice anything particular about their mood before or after a session? “No” 
“Definitely looking forward to the group” “Apprehensive before, cheerful after” “Seemed happier 
when she came back” “Apprehensive before the first two or three sessions, then quite happy to 
go” “Brighter when she came back”
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Did you have any concerns after a group session. No: 6. Other responses: “Initially 
concerned about him going on his own but then I realised that he could do it” “Only that she 
could not remember anything when she came back”.
Has their attendance in the group affected you as a caregiver in any way? No: 2“ Other 
responses: No, still very stressed about the changes in him” “Made me so much more aware 
of her problems and I am learning various ways to help us both cope” “Gave me an hour on 
my own” “Gave me more freedom, its hard to be patient all the time” “Yes made him more 
relaxed - he sits and does relaxation tape” “Yes, she’s a bit less forgetful on return”
Do you think they would like to attend another group? Yes: 5 Unsure: 1 No: 2 
Would you like them to attend another group? Yes: 6 No: 2
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